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ABSTRACT 

 In the United States, concern about breast cancer has generated policies and 

programs aimed at increasing screening mammography and treatment access for the 

uninsured and underinsured. Oriented toward the importance of early detection and the 

state's responsibility to ensure health care access to its citizens, these policies and 

programs reflect and reinforce a moral economy of disease management that shapes the 

ethical behavior of patients, providers, and advocates. In contrast, the moral economy of 

market-based health care generates norms and assumptions about individual 

responsibility for health and limits expectations of the state  in providing access to health 

care. Using breast cancer care for structurally vulnerable women as a focal point, this 

dissertation examines the social effects of intersecting moral economies of breast cancer 

management and market-based health care. It describes the relationships between public 

policies, social and economic marginalization, and gaps in health care access. Based on 

18 months of ethnographic field work in Southern Arizona, I report findings from 

interviews with physicians, nurses, advocates, clinic office staff, and community health 

workers; from recurring discussions with women undergoing treatment for breast cancer; 

and from participant-observation in cancer-focused events and activities. 

 This dissertation explores how policies that extend low-cost or free health care to 

broad populations also reproduce social exclusion and complicate what it means to be 

uninsured in America. I describe how everyday practices of health care, including 

determinations of eligibility for public insurance, reflect and reinforce social inequities 

based on citizenship status, gender, and occupational status. I conclude that the 

organization of cancer care for structurally vulnerable women effectively directs the 
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focus away from the state's responsibility to provide health care access and instead 

privatizes that responsibility so that it resides with structurally vulnerable clinics and non-

licensed health care staff. Furthermore, a charity approach to managing cancer care for 

unauthorized U.S. residents diverts public responsibility for their social exclusion to 

private entities. Finally, the findings of this dissertation contribute to debates about health 

reform efforts, such as the Affordable Care Act, by outlining  the relationship between 

moral worth and government entitlements. 
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CHAPTER ONE—LIVING WITH UNCERTAINTY: SOCIAL POLICY AND 
THE CANCER EXPERIENCE 

 
 When I began fieldwork with uninsured women diagnosed with breast cancer, I 

could not shake the feeling of anxiety about the possibility of conducting research among 

unauthorized migrants. While my research was centered on uninsured or publicly insured 

Arizona residents in the midst of breast cancer treatment, I knew from my pilot research 

that many of these women could be undocumented. I was interested in meeting with 

Mexican nationals who were diagnosed with cancer locally,  but who returned to Mexico 

for care because they did not have private or public insurance to pay for care.1 Yet, the 

political context had shifted dramatically in Southern Arizona during the time between 

my conceptualization of this research and its beginning in Summer of 2010. Arizona had 

passed a number of anti-immigrant laws within the prior year, including SB1070, which 

garnered national and international attention for its assertive enforcement of Federal 

immigration law.2 The Arizona legislature also passed HB2008, which required workers 

who administer Federal health and economic security programs in the state to report 

anyone who discloses that they are an unauthorized resident.3 According to my sources, 

these laws--particularly HB2008--had a particularly chilling effect on people's 

                                                            
1 At last estimate, 11.2 million people (3.7% of the total population) live in the United States with 
unauthorized status. Arizona is among the states with the largest number of unauthorized immigrants, yet 
this population is only 6 percent (400,000) of Arizona's total population of more than 6.5 million people 
(Passel and Cohn 2011). Perhaps not surprisingly, 91 percent of the Latino population in the state of 
Arizona, which shares a border with Mexico, is of Mexican origin (Brown and Lopez 2013). 
 
2 SB1070 required Arizona law officers to require proof of lawful presence in the U.S., if they "reasonably 
suspect" that someone is an unauthorized resident. 
 
3 HB2008 put workers in a bind, as they could be charged with a class 2 misdemeanor for neglecting the 
responsibility to report.   
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willingness to interact with representatives of the state, including medical clinics that 

administered Federal benefits programs. 4  

 To my surprise, despite the hostile political climate in the state toward 

unauthorized migrants, I met Ynez Flores5 through a clinical contact. In my initial 

conversation with Ms. Flores, it seemed that she was searching for a guide, seeking 

information and anyone who could possibly provide her with certain steps forward. At 

our first meeting, my research assistant, Azucena Sanchez, and I sat down in Ms. Flores' 

small living room to listen to her story, a telenovela playing in the background and the 

Virgin of Guadalupe on the wall observing us. Ms. Flores had been diagnosed with breast 

cancer about a month earlier. She was distraught and confused--like many others who 

face a diagnosis of cancer--but her concern seemed to be amplified by her uncertainty 

about how she would pay for the treatment. Ms. Flores did not have health insurance, 

having canceled her private policy6 out of concern that it would not pay for cancer 

                                                            
4 Meanwhile, the U.S.-Mexico border continued its military build-up of people and technologies for 
managing the flows of people and goods. The Department of Homeland Security trumpets its doubling of 
"boots on the ground"  at the border since 2001 and its use of unmanned aircraft to patrol the Southwest 
border (U.S. Department of Homeland Security 2013). Arizona's border has its own additional perils, in 
that crossers must make their way under the hot, unrelenting sun and waterless landscape of the Sonoran 
desert.  Despite this, many people cross--and perish--in the Arizona desert due to what researchers have 
termed the "funnel effect," which pushes crossers into less militarized and populated areas (Rubio-
Goldsmith, et al. 2006) and away from safer routes. 
 
5 Following anthropological convention, all institutions and individuals are ascribed pseudonyms to protect 
anonymity, unless otherwise indicated. Because this work engages substantially with national and local 
health policies and organizations, I use the actual names of national government programs (e.g. Medicaid 
or the National Breast and Cervical Cancer Early Detection Program). I use the generic "Breast Cancer 
Foundation" to name the large, national private foundation that provided treatment funds for many of the 
women in my study. Highlighting the importance of the context within which this research was conducted, 
I name the U.S. state--Arizona--but not the city. Furthermore, I assign pseudonyms to local programs that 
might identify the city where this research took place. 
 
6 I discuss Ms. Flores' decision to cancel her policy in chapter five. Like many others who are transnational 
subjects, Ms. Flores purchased private insurance, a costly option for financing health care. With recent U.S. 
health reform via the Affordable Care Act, undocumented immigrants may not purchase insurance through 
the state exchanges, but they can buy directly from insurance companies. Authorized immigrants may 
purchase insurance policies through the exchanges. 
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treatment, and she could not qualify for Medicaid due to her undocumented status in the 

U.S. She described feeling adrift in information without a sense of her next steps: 

They had me going from one [clinic] to another, just to check me, and they 
told me it was very bad because I have very aggressive cancer. They have 
told me to get medical attention, but no one has said they will be able to 
treat me. ... I see that there is a lot of information [about cancer] on 
television, and many programs but, like they all say, you have to have 
insurance, be a citizen or [documented] resident of the US. Even US 
citizens have trouble getting help for serious illnesses like this. I think I 
don’t have any other option but to go back to Mexico and be treated there. 
That way I will not be wasting my time here. Here, no one can assure me 
of anything.  
 

As we spoke, it became clear to me that Azucena and I had become members of a 

network of trusted people through which Ms. Flores was working in an effort to find a 

way to cancer treatment in the U.S. so that she would not need to return to Mexico, 

leaving her home and family for months, or even years. In chapter five, I discuss Ms. 

Flores' situation in more detail and describe how providers facilitate cancer treatment for 

undocumented women who stay in Arizona to seek care. 

 Ms. Flores' last resort--traveling to Mexico, her natal home, for treatment--is an 

option offered to many Mexican nationals by the Arizona clinicians who see them. With 

the closest Mexican oncology center less than a day's drive away, this seems like a 

reasonable trek, considering the severity of a cancer diagnosis. I spoke with physicians in 

the U.S. and Mexico, who described their work building cross-border relationships so 

that patients can relatively seamlessly access care in Mexico after a cancer diagnosis in 

Arizona. These clinicians and health professionals work in large medical centers and 

small or medium-size safety net clinics, wherever "underserved" populations might be 

recruited into cancer screening programs or seen for symptoms of untreated cancer.  
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 Katherine O'Rourke coordinates the breast cancer program at a small safety net 

clinic where I recruited participants and collected data. Sitting in her small beige office, 

Ms. O'Rourke explained to me that she encourages many undocumented Mexican-

national women who do not have insurance to go to Mexico for cancer care, where their 

treatment can be subsidized by the Mexican government depending on income. A social 

worker in Hermosillo, Sonora will arrange for lodging during treatment and the clinic 

will ensure the patient has her medical records in-hand before travel. However, Ms. 

O'Rourke acknowledged, many women refuse to go because they do not want to risk 

being separated from their families. "They are willing to live with an untreated cancer," 

she lamented. Especially after the passage of SB1070, she reported, women facing the 

decision to travel to Mexico  asked her, "What if I can't get back?" While emphasizing 

her deep commitment to her patients and her ambivalence about encouraging women to 

leave the U.S. for care, Ms. O'Rourke explained the difficulty in making charity funds 

stretch to meet the costs of expensive cancer treatment. In chapters four and five, I 

describe some of the processes safety net clinics use to allocate these funds and direct 

women to treatment.  

 Ms. O'Rourke and other providers described cultivating and maintaining 

institutional relationships with oncology centers in Mexico to facilitate treatment, if travel 

is necessary. Unlike the protocols of Arizona hospitals that repatriate hospitalized 

patients against their will (Sontag, 2008), these relationships offered an alternative source 

of care to patients who could not afford the cost of treatment in the U.S. Recognizing the 

trans-border possibilities for health care, the local Mexican Consulate in Arizona 
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sponsors a program called Ventanilla de Salud7 that not only provides health education 

and connections to health care, but also provides applications for Seguro Popular, a 

Mexican program that offers health care services to its beneficiaries.  

 This research also connected me with women who were U.S. citizens or legal 

permanent residents and were uninsured or publicly insured. Some of these women were 

uninsured until they received a cancer diagnosis, which made them eligible for public 

insurance;8 others were diagnosed with cancer while publicly insured. Speaking with a 

variety of structurally vulnerable women (Quesada, et al. 2011)9 and their health care 

providers revealed the construction of "different subjects" (Horton 2004) whose 

interactions with the state through the health care system (re)produced social 

inclusion/exclusion, along with an inequitable distribution of responsibility for one's 

structurally vulnerable position.  

 Scholars have written about how neoliberal transformations of economic systems 

make individuals, and particularly women, responsible for dealing with their conditions 

of impoverishment. For instance, in her critique of the concept of the feminization of 

poverty, Sylvia Chant (2008) argues that, as citizens, women maintain responsibility for 

coping with poverty, yet do not receive the benefits or rights associated with that 

                                                            
7 For more information about Ventanilla de Salud, see http://ventanillas.org/index.php/es/. 
 
8  Breast or cervical cancer diagnoses through the National Breast and Cervical Cancer Early Detection 
Program (NBCCEDP) put U.S. citizens and eligible immigrants in position for receiving treatment through 
the Medicaid program. I offer a detailed description of these programs in Chapter 3.  
 
9 The concept of structural vulnerability (Quesada, et al. 2011) emerges from the intellectual framework of 
structural violence (Farmer 2004) and social suffering (Green 2004). Structural vulnerability points analysis 
toward the symbolic and material structures that configure one's position in social hierarchy and its effects 
on health. In this study, I offer insight into the production of structural vulnerability based on lack of health 
insurance, undocumented status, low-wage non-benefitted occupations, and gendered unpaid care-work in 
the home.  
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responsibility. Hence, the work women do to cope with poverty may not be socially 

respected, while in fact, it may be essential to the operation of capitalism (von Werlhof 

2007). By distributing the responsibility for poverty in this way, the capitalist state 

facilitates what David Harvey (2005) calls "dispossession by accumulation," or a 

neoliberal state promoting the right of the individual to engage in the "free market," while 

also ensuring that the benefits of capital accumulate in certain sectors (including health 

care).   

 . Taking the approach that cancer should be viewed as a "set of relationships" (Jain 2013), 

this ethnography both describes and analyzes the interactions between the individual and 

the neoliberal state. As such, it contributes an "on-the-ground" view of the opportunities 

and constraints produced by health and social welfare policies as well as insight into the 

variation within the category "uninsured." Importantly, it highlights contradictions in 

policies that people "on the ground" may recognize but be unable to structurally correct. 

For example, in discussing the public health program that screens all women regardless 

of their citizenship status, a community health professional commented that it does not 

seem fair to screen non-citizen women for cancer if you are not going to treat them. Other 

interlocutors questioned the availability of charity funds for breast cancer treatment when 

other cancers, such as cervical cancer, do not have such support.10 

 Public health and policy makers' concern over low-income individuals and 

families' access to health care has only heightened over the course of the research, 

analysis, and writing of this dissertation. The United States has been in a period of 

                                                            
10 The availability of funding for breast cancer treatment may be due to the disease's  relatively privileged 
position among the diseases that compose the category of cancer. As others have noted (Bell 2014; 
Koczwara and Ward 2015) and as I will discuss in chapter two, breast cancer has an elevated cultural status 
in the United States, partly due to the image and visibility of breast cancer survivors.  
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economic recession for six years, with high unemployment and underemployment rates 

that have left many people without employer-based private health insurance. Yet, many 

in the U.S. deem the cost of social programs that help ameliorate poverty and disease to 

be too high. As I write this, there are local and national debates about the necessity of 

cutting social programs such as social security, Medicare (for people who are classified 

disabled or over 65), Medicaid, Supplemental Nutritional Assistance Program ("Food 

Stamps"), and unemployment insurance in order to reduce the national deficit. Some 

states have refused to implement the provisions of the Affordable Care Act (ACA),  

signed into law by President Barak Obama in 2010, that expand the Medicaid program so 

that it covers people who make up to 138 percent of Federal poverty level (Fernandez 

2013).11 Moreover, President Obama has had to assure the public that undocumented 

immigrants would continue to be excluded from receiving health coverage via the ACA. 

Chapter three addresses the eligibility of documented and undocumented immigrants for 

Federal and State health programs.  

 While this dissertation fits within the cancer disparities literature (a theme I 

discuss in greater detail in chapter 2), the lens of structural vulnerability enables me to 

explore how uninsured and publicly insured women living in Arizona are specifically 

vulnerable. As Quesada and colleagues note, "Experiences of vulnerability...are only 

partially shared across populations because they are shaped unevenly by specific status 

attributes (i.e. gender, age, ethnicity, etc.), conditions (i.e., legal status, economic and 

living conditions, etc), and individual serendipity" (2011:346). While most of the women 

in this study were uninsured at some point during their illness trajectory, their specific 

                                                            
11 In The National Federation of Independent Business (NFIB) vs. Sebelius, the Supreme Court ruled that 
states can decide if they want to participate in Medicaid expansion (Musumeci and Sobel 2014). 
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vulnerabilities differed, based on citizenship status and eligibility for public services. I 

examine how women experience vulnerability in overlapping and distinctive ways, 

within a matrix of social inequality and exclusion based on categories such as citizenship 

status, gender, and social class. Understanding individuals' positions within multiple 

social hierarchies and their vulnerability to poor health outcomes has direct clinical 

relevance as well as implications for reducing social suffering. Examining the spectrum 

of suffering provides insight into socially produced vulnerability, locating spaces for 

interventions that support patients through treatment and healing. Therefore, I point to the 

diverse ways in which social categories bear upon patients' work in managing disease and 

their providers' ability to intervene on their experiences. 

 Following, I outline my framework for understanding the context of cancer 

treatment for structurally vulnerable women. A brief discussion of health care policy in 

the United States leads to an interrogation of the neoliberal state's role in the distribution 

of  cancer "burden" and in providing the resources for managing cancer in uninsured 

women. In so doing, I begin an analysis that I continue in chapter two regarding the 

moral economies that influence  an orientation toward screening as primary prevention 

and configure patient interactions with the health care system. Finally, I describe my use 

of the "works of illness" for understanding how state processes of inclusion and exclusion 

are enacted through the clinic and in women's various types of illness and "everyday" 

work.  

Examining the Effects of U.S. Health Policy on Individuals and Communities 

 When I began this research in 2010, approximately 17.3% of people living in the 

United States were uninsured  (Kaiser Commission on Medicaid and the Uninsured 
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2013).12 Because of its relative poverty, in Arizona, where this study took place, nearly 

one in five residents were uninsured (19.4%). In fact, at 27.6%, Arizona's percentage of 

publicly insured people was higher than the nation (23%),13 while its percentage of 

privately insured people, at 53.4%, was lower than the nation (61.2%) (Cohen and 

Martinez 2012). I conducted my fieldwork in the aftermath of the "Great Recession" and 

the resulting dramatic job—and employer-based insurance—losses (Kaiser Commission 

on Medicaid and the Uninsured 2013). The steep increase in numbers of uninsured 

between 2007 and 2012 meant that almost 11 million people nationwide were added to 

the federally-sponsored insurance program, Medicaid. However, as Kaiser Family 

Foundation notes, most of these additions were children, who have historically been 

considered "worthy" of public programs, along with the elderly and pregnant women.14 

Of those who are uninsured, racial minorities, and notably Latinos, are more likely than 

non-Latino Whites, Blacks, and Asians to be without health coverage (Cohen and 

Martinez 2012). While cancer care is generally expensive (Hall 2013; Light and Katarjian 

                                                            
12 Most of the statistics about the uninsured count people who were uninsured for all or part of the year. 
Many people move in and out of both public and private insurance schemes as a result of shifting job status 
(Holahan, et al. 2009), income (Hill and Lutzky 2003; Sommers and Rosenbaum 2011), program 
fragmentation or administrative barriers (Lopez 2005; Price, et al. 2006; Sommers 2005b), and the cost of 
individual policies (Sered and Fernandopulle 2005). Some researchers anticipate that the Affordable Care 
Act will simply expand the group of people who shift between these states (Sommers and Rosenbaum 
2011). 
 
13 This higher rate of publicly insured Arizona residents might have been due to childless adults' eligibility 
for Medicaid (people who are not covered under Federal Medicaid guidelines). When voters approved state 
proposition 204, Arizona received a waiver from the Federal government in order to extend benefits to this 
group. Then, in mid-2011 Arizona's Medicaid program stopped enrolling childless adults.  
 
14 Scholars have examined the United States' construction of "worthy" groups through public programs. As 
Anahi Viladrich (2012) explores in her discussion immigrants' deservingness of public benefits, many of 
these discursive frames serve to highlight worthy groups, such as the elderly or children, at the expense of 
others. 
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2013; Meropol, et al. 2009), those without health insurance or those who are 

underinsured bear particular burdens of this cost. 

 Problematizing health policy can open our view to the ways in which policies that 

claim to benefit all residents of the United States may be implemented in ways that create 

or exacerbate existing inequities. The Affordable Care Act (ACA), health care reform 

signed into law in 2010 by President Barak Obama, touts "Quality, Affordable Health 

Care for All Americans," yet "All Americans" will not experience its benefits. As of 

September 2013, 25 states had chosen not to expand Medicaid benefits to people at 138% 

of FPL (Centers for Medicaid and Medicare Services 2014); therefore, working class 

Americans whom the Federal government deems to be eligible for publicly funded 

insurance cannot qualify for Medicaid in certain states.  Critics of the ACA call the 

expansion of Medicaid benefits to U.S. citizens and qualifying immigrants15 who fall 

within 138% of Federal Poverty Level (FPL) an "unfunded mandate" that would put 

undue financial pressure on states, since they will be expected to pay up to 10 percent of 

Medicaid costs by 2020 (Pear and Cooper 2012). According to a New York Times article, 

60 percent of the nation's working poor live in the states that have refused to expand 

Medicaid (Tavernise and Gebeloff 2013). 

 Unlike the working poor, who are often invisible to policymakers, immigrants—

and particularly the undocumented—frequently serve as subjects for contentious politics 

about entitlements. The ACA continues longstanding policies regarding immigrant 

eligibility for public benefits, a fact that President Barack Obama repeatedly asserted in 

public debates about the law (Herszenhorn 2009). The ACA continues the five-year 

                                                            
15 Qualifying immigrants are naturalized U.S. citizens and those who have the legal documents to reside in 
the United States and who have been in the U.S. for at least five years.  
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Medicaid waiting period for authorized immigrants to the U.S., while denying public 

benefits to undocumented immigrants altogether (Herszenhorn 2009; Pear 2012). The 

public benefits for breast cancer treatment that are discussed in this dissertation are 

subject to these immigrant eligibility guidelines, since they use Medicaid funds. I will 

explore public and private programs further in Chapter 3, setting the stage for 

ethnographic analysis of the illness experience in the context of the state's rationing of 

public services. 

 This dissertation grounds its discussion of policy within the political and 

economic context of market-based (for-profit) health care (Castro and Singer 2004; 

Fassin 2005; Rylko-Bauer and Farmer 2002) and examines the effects of policies in the 

lived experience of individuals (Becker 2004; Biehl 2007; Fassin and D'Halluin 2005; 

Shaw 2012; Stack 1997). While health policies may extend opportunities for health care 

access, as anthropologists have noted, they also circumscribe and potentially limit access 

for particular types of individuals. As anthropologist Gay Becker notes, U.S. health 

policies for the uninsured "can be seen as the reproduction of the moral order, in which 

deeply rooted cultural views of the dominant majority are upheld through long-standing 

structural inequalities that undermine the health of poor people and ethnic minorities" 

(2004:261). Using the words of her study participants, she describes why the health care 

safety net actually deters patients from seeking care, presenting evidence that uninsured 

chronically ill racial and linguistic minorities perceive discrimination within the system 

and therefore may seek non-medical approaches to illness management. In Becker's 

presentation of patient narratives, one sees confirmation of Carol Stack's claim that the 

value of ethnographic examinations of public policies lies in  seeing how "people rework 



23 
 

 
 

their lives beyond confines that have been given as givens" (1997:207). Hence, work like 

Becker's illuminates other possible ways of understanding issues of collective concern, 

such as how to reduce social inequality.    

Addressing the "Burden" of Cancer  
 
 Policy makers attuned to "disparities" pay close attention to the distribution of the 

burden of cancer,16 which often falls on historically marginalized populations in the U.S. 

and in the developing world (see Marshall, et al. 2011a for a nuanced discussion of this 

burden on marginalized populations). The International Agency for Research on Cancer 

reports a rise in worldwide cancer incidence, with a sharp rise in breast cancer, in 

particular. Coupled with this increased incidence is an ongoing and increasing disparity 

between mortality rates in rich and poor countries (International Agency for Research on 

Cancer 2013). In the United States, despite a decrease in cancer mortality among the 

general population between 1990 and 2007, death rates among people with low 

socioeconomic status remained unchanged. Furthermore, ethnic and racial minorities 

experienced a slower decrease in cancer mortality than whites. The American Cancer 

Society  (2011) points to structural inequalities that limit access to screening, diagnosis, 

and quality medical treatment in trying to explain these differences.  

 Cancer's complexity as a group of diseases with a variety of known and unknown 

causes and outcomes is mirrored in the equally complex assortment of actors shaping 

public policy that aims to reduce its burden. To handle this complexity, I focus on the 

practices of cancer management—the "works of illness" (Corbin and Strauss 1985)—and 

how they intersect with state processes. By examining the "works" of women living with 

                                                            
16 The "burden" of cancer refers to the risk of developing and dying from cancer.  
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cancer and their health care providers, I highlight the contradictions of social policies and 

point out their (often implicit) processes of social inclusion/exclusion.  For example, 

public health approaches to managing cancer in low-income and minority communities 

often focus on biomedical intervention, so that access to screening is a frequent subject of 

health disparities research. At the same time, advocates demand that more attention be 

paid to regulating polluting companies which may release cancer-causing chemicals in 

these same communities (see McCoid 2004). Therefore, while disparities in access 

represent a high-profile manifestation of social inequality in the United States, Keith 

Wailoo (2011) argues, those concerned with disparities also aim to show how social 

identity, such as race and social class,  affects health.  

 Throughout this dissertation I examine how the state's material resources help 

shape an approach to disease management, while being a site of struggle and demands for 

accountability among some historically marginalized groups. For example, chapter three 

outlines the public health program funded by the U.S. Centers for Disease Control that 

encourages breast cancer screening and early detection, specifically for people who are 

considered medically underserved. In this analysis, I follow an anthropological tradition 

of acknowledging the paradoxical role of the state as a force for oppression and 

empowerment (see, for example, Epstein 2007; Hamdy 2008; Morgen 1990; Shaw 

2012).17  

                                                            
17As Susan Shaw notes, "The language of health disparities helps propel demands made by community-
based organizations onto a broader political and discursive stage, often enabling them to gain more 
resources and a wider audience for their work" (2012:22). At the same time, anthropologists and other 
social scientists note that this language often depoliticizes social marginalization (Shaw 2012). 
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How does the neoliberal state configure the burden of cancer? 

 A central concept in anthropology today, the neoliberal state, provides an 

analytical lens for understanding the individual’s responsibility to and representation 

within the state (Giddens 2000; Ong 2004). Sandra Morgen (2001) has noted that the 

neoliberal U.S. state has transformed the individual from "dependent" to "self-sufficient," 

and she describes how "frontline" workers who carry out state policies give meaning to 

the concept of "self-sufficiency," while they themselves are frustrated by policy changes 

and constraints. Unlike Morgen's work, which centered on state workers, this research is 

framed by the idea that the state is composed of both "civil" and "public" entities which 

obscure struggle and produce the appearance of continuity, legitimacy, and stability 

through ideology (Abrams 2006 [1988]; Gramsci 2006).  

 Here, I am concerned with the "traditional" apparatus of the state, government 

(Gramsci 1971), and the political processes, such as policymaking, which make certain 

solutions to social problems "thinkable" (Giddens 2000; Laurell 2007; Navarro 2007a; 

Navarro, et al. 2007). These thinkable solutions are legitimized through state practices 

and in turn legitimate the state, while obscuring the class interests served by these 

solutions (Harvey 2005; Navarro 2007b). For instance, in a critique of the now-"common 

sense" argument that economic globalization pressures states to reduce their national 

welfare programs, Vicente Navarro and colleagues (2007) argue that it is actually internal 

political structures and political will that do the most work in shaping austerity policies. 

Therefore, in critically interrogating the distribution of the burden of cancer, it is 

important to document and analyze the variety of people and social processes that 
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structure it, including the interaction between state/political and civil society actors 

(Gramsci 1971:160). 

  Neoliberal transformations in the safety net, along with concepts of 

"deservingness," reproduce what is thinkable in managing disease. The moral concern of 

"deservingness" (Willen 2012a)  intersects with bureaucratic  and clinical interactions 

within state-funded programs and can provide insight into how the state serves to 

configure and reproduce inequality and social exclusion. Rather than focusing on 

universal or legally/politically secured rights, Sarah Willen grounds deservingness in 

"situationally specific, vernacular moral arguments" by examining "social practices" or 

the "interpretation and enactment of [ethical] commitments in everyday bureaucratic, 

clinical and advocacy interactions" (2012b:806). In this dissertation, I examine how 

everyday practices of negotiating eligibility construct and reproduce ideas about 

deserving patients.  

 Because the government-funded programs discussed in this dissertation can be 

viewed as part of a broader field of welfare programs for low-income women, I also draw 

from anthropological studies of poverty in the U.S., which examine the neoliberal 

emphasis on personal responsibility within these programs (e.g. Hyatt 2001). As others 

have noted, these policies often have contradictory effects, as recipients are required to 

work in exchange for welfare, making it difficult for people to find work and if they do, 

to make a living wage (Piven 1998b). I examine determinations of eligibility to illuminate 

how policies "defin[e] and enforc[e] the terms on which different classes of people are 

made to do different kinds of work" (Piven and Cloward 1993:xix), whether it is 

accessing cancer treatment or managing one's individual and household health.  
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Management versus care: Understanding the works of cancer care 

 This research helps outline how the health care safety net in the United States 

works and where it fails in caring for uninsured and undocumented residents and publicly 

insured patients. While much research examines vulnerable patients' access to care (e.g. 

Becker 2004; Bradley, et al. 2012) and the effects of modes of health care financing on 

providers (Boehm 2005; Cunningham 1999; Cunningham, et al. 1999; Lewin and Altman 

2000), this research also describes the network of health care providers and staff who 

care for uninsured/publicly insured and/or undocumented patients. My focus centers on 

the care-work that is done by a variety of licensed and unlicensed professionals in the 

health care context. While some professionally focused literature has documented the 

tasks associated with providing health care to underserved communities  (e.g.Carr 2006; 

Pfeifer, et al. 2006), this literature is focused on particular occupational categories, such 

as case managers. I have identified  a variety of health care providers who care for 

marginalized patients, assisting patients with access to care and encountering roadblocks 

and opportunities in the process. By examining this work, I point to the ways in which 

their practices both re-inscribe and challenge social hierarchies based on social class, 

race, and gender (Erickson 2008).  

 Furthermore, following a tradition in medical sociology that examines "works of 

illness" as they are performed by health care providers and patients (Corbin and Strauss 

1985; Harris, et al. 2010; Strauss, et al. 1985), I explore how these works shape 

understandings of the self (Boeije, et al. 2002; Kaufman 1988) and construct moral 

identities (Eaves, et al. 2014). Like other scholars who have used the works of illness as a 

starting point for understanding the processes of power (Mykhalovskiy and McCoy 
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2002), I highlight particular types of work that produce knowledge about patients in the 

clinic and in the home (Nichter 2002; Nichter 2005). I attend to providers' engagement in 

works of illness on behalf of patients and examine how patients' works of illness interact 

with documentary practices and social hierarchies to (re)produce structural vulnerability.  

I argue that these works construct and reflect  particular health care logics, which help 

form the moral economy of market-based health care (Rivkin-Fish 2011) and cancer 

management. 

 Health care is a productive site for examining moral economies, as the neoliberal 

economic theory18 that guides market-based health care developed alongside the ethical 

behaviors expected of individuals acting in these markets (see Sayer 2000 for a 

discussion of economies and moral norms' "co-evolution"). Moral economies, Kim 

Hopper (2001) writes, represent a kind of "cultural trust." They influence "those implicit 

foundational assumptions about what constitutes fair and equitable practice in commerce" 

(Hopper 2001:476, following EP Thompson). In other words, moral economies structure 

practices and behavior according to what is appropriate, or logical, in a particular context. 

Following Sayer (2000), I examine how different spheres of economic activity interact, 

looking at the intersection of moral economies and pointing to their shaping of ethical 

conduct.  

 In chapter two, I discuss the moral economies of market-based health care and of 

breast cancer management, where I examine the cultural processes shaping interactions 

                                                            
18 David Harvey defines neoliberalism as "a theory of political economic practices that proposes that human 
well-being can best be advanced by liberating individual entrepreneurial freedoms and skills within an 
institutional framework characterized by strong private property rights, free markets, and free trade" 
(2005:2). He acknowledges the state's responsibility for establishing new and dismantling old "institutional 
frameworks" but also notes its role in the creation (and maintenance) of markets for the benefit of capital. 
Harvey notes that a hallmark of neoliberalism is "deregulation, privatization, and withdrawal of the state 
from many areas of social provision."  
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on the ground. The process of cancer care is an engagement between patient, provider 

and technologies (including medical technologies and public policies) that takes place 

over time (Mol 2008). I am interested in highlighting the friction, tension, and 

productivity in the interaction of the logic of care within the logic of choice that underlies 

the  U.S. market-based health care system. By  situating patients and providers within the 

moral economies that configure interactions within cancer care in the U.S,  I examine the 

assumptions that reproduce inequalities and bring attention to the social production of 

disparities.  

Methods 

 The fieldwork upon which this dissertation is based was conducted from June 

2010 to December 2012. My methods were ethnographic, centering on one-on-one in-

depth interviews, focus groups, and participant-observation.  I interacted with health care 

providers at three primary field sites: 1) a large academic cancer center, which I call 

Desert Cancer Center; 2) a federally qualified health center, which I call Saguaro Clinic; 

and 3) a small clinic staffed by a combination of volunteer and paid clinical 

professionals, which I call Mercy Clinic. While I interviewed staff at all three locations, 

most of my patient participants—both uninsured and Medicaid-eligible—were recruited 

through Mercy Clinic. See Table 1 for a rough breakdown of categories of health care 

providers, clinic administrative staff,  and state public health administrators (n=33) who 

participated in this research project. Because some individuals straddle categories (e.g. 

former nurses who now work as patient advocates), I chose to place them according to 

their current job focus.  
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Table 1. Breakdown of health care providers, clinic staff, 
and public health administrators 
 
Administrative/Financial 10 

Nurses 6 

Patient Advocates/Promotoras/Health 
Educators 

5 

Physicians 6 

Public Health Administrators 3 

Social Workers/Behavioral Health 
Professionals 

3 

 

 Interviews with providers helped me situate the knowledge I gleaned from 

patients. My interviews with seven patients took place over nine months, every three 

months, if possible, so that I might get a sense of their thoughts, constraints, opportunities 

and challenges over time. It is misleading to call cancer a single disease, since the 

treatments used to rid the body of it or send it into remission vary according to one's 

disease stage,19  the biological characteristics of the tumor, the location of the original 

lesion, and if the disease is recurring after successful treatment. Therefore, women living 

with breast cancer who were part of this study had a variety of "diseases," which required 

varying treatment protocols over different lengths of time. At the beginning of cancer 

treatment, surgery to remove the tumor and, possibly affected lymph nodes, is a common 

treatment, which involves varying levels of recovery, depending upon the amount of 

                                                            
19 Breast cancer stage refers to the size of the tumor, its spread to the lymph nodes, and to other parts of the 
body. Acknowledged to be imperfect, the staging system--or TNM system--is still widely used in the 
absence of more precise categorizations of disease that can help guide treatment (Love and Lindsey 2000). 
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tissue, muscle,  or lymph nodes removed. As little as a few days rest without lifting or 

driving or long-term use of a compression sleeve20 can be necessary following surgery.  

 Before or immediately following surgery,21 some women might need to receive 

chemotherapy, which can be administered every few weeks for six weeks or more. Others 

require radiation treatments, which can be  administered as often as daily for several 

weeks. Still others may receive hormone therapy or targeted therapy over several years to 

reduce the risk of recurrence or to control metastatic disease (tumors that have spread to 

other sites in the body). Many types of hormone therapy can be picked up at the 

pharmacy and taken daily at home, while other targeted therapies must be administered in 

the clinic by infusion. 22 The women who were part of this study had a variety of 

treatment trajectories, which I followed through a  longitudinal study design. See Table 2 

for a table of the women's diagnoses and treatments.  

Table 2. Participant Cancer Diagnoses and Treatment 
 
Name Mode of 

detection 
Diagnosis*  Treatment* Insurance status at 

diagnosis 
Barbara Smith 
(Age unknown) 
 
Interview: Dec 
16, 2010 

Annual 
mammogram 

Stage I Lumpectomy, sentinel node 
biopsy 

Medicaid (on 
disability) 

     

                                                            
20 A compression sleeve may be worn by a woman who has lymphedema after breast cancer surgery. 
Women who have lymph nodes removed during surgery are at risk of arm, hand, and sometimes, trunk 
swelling. Wearing a compression sleeve and/or glove may alleviate the swelling. 
  
21 My discussion of breast cancer treatment here briefly touches on the most common approaches to breast 
cancer management: surgery, chemotherapy (including hormone therapy), and radiation therapy. As a 
result, it elides the complexity of individualized cancer treatment. At a breast cancer conference I attended 
in fall 2012, physician speakers emphasized their use of the National Comprehensive Cancer Network's 
(NCCN) clinical guidelines for treatment. At the same time, these speakers emphasized the challenges of 
tailoring treatment to individual cases, when there are legal concerns (e.g. malpractice) and patient desire 
for therapy that might necessitate exceeding these guidelines.  
 
22 Information about breast cancer treatment options can be found at the National Cancer Institute's web site 
(http://www.cancer.gov/cancertopics/pdq/treatment/breast/Patient/page1),  which served as a resource for 
much of this narrative.  
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Josefina 
Amador 
(Age: 55) 
 
Interviews: 
Feb. 9, 2011; 
July 12, 2011; 
October 12, 
2011 
 

Felt a lump at 
the original 
cancer surgery 
scar and sought 
out a diagnosis 

Recurrence Surgery, radiation, 
chemotherapy, targeted therapy 
(Herceptin) 

First diagnosis: 
insured under her 
husband's policy; 
Recurrence: 
Uninsured; 
ineligible for 
Medicaid due to 
citizenship status 

Linda 
Cavanaugh 
(Age: 62) 
 
Interviews: 
December 6. 
2010; March 
15, 2011; July 
5, 2011 
 

WellWoman 
clinical breast 
examination  

"Early" Mastectomy (surgeon unable to 
do a lumpectomy; two separate 
locations of cancer in the 
breast); hormone therapy 
(Femara); breast reconstruction 

Uninsured until 
diagnosis; 
Medicaid eligibility 
through 
WellWoman 

Maddie 
Bradshaw 
 (Age: 33) 
 
Interview: July 
17, 2012 

Self-
examination in 
shower 

Stage 3 
invasive 
ductal 
carcinoma 

Neoadjuvant chemotherapy; 
bilateral mastectomy; 
radiation; breast 
reconstruction; hormone 
therapy (Tamoxifen) for five 
years 

Uninsured until she 
qualified for 
Medicaid due to 
excessive medical 
bills; she then lost it 
when the state 
removed coverage 
for adults without 
children23 

Nadia Garza 
(Age: 64) 
 
Interviews: 
December 1, 
2010; February 
23, 2011 

Clinical breast 
examination 

"Aggressive"  "cut off all of the breast"; 
chemotherapy; targeted therapy 
("anti-virus") 

Uninsured; 
ineligible for 
Medicaid due to 
citizenship status 

Patricia Lind 
(Age: 49) 
 
Interviews: 
February 24, 
2011; June 15, 
2011; 
November 25, 
2011 

Felt a lump and 
sought out a 
diagnosis 

Stage 3 Chemotherapy to shrink the 
tumor before surgery; 
mastectomy and removal of 17 
lymph nodes; post-surgery 
chemotherapy; radiation 
therapy 

Uninsured until 
diagnosis; 
Medicaid eligibility 
through 
WellWoman 

  

                                                            
23 In July 2011, Arizona's Medicaid program stopped enrolling child-free adults.   
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Ynez Flores 
(Age: 45) 
 
Interviews: 
November 1, 
2010; January 
26, 2011; June 
28, 2011 

Felt 
inflammation 
in right breast 
and sought out 
a diagnosis 

"Aggressive 
level three" 

Hormone therapy (pills and 
injection) before surgery; 
"entire breast removed, two 
nerves and 11 nodes which 
were already infected with 
cancer"; post-surgery 
chemotherapy (in-process 
during our last meeting); 
radiation (planned) 

Uninsured; 
ineligible for 
Medicaid due to 
citizenship status 

* Because I did not review my participants' medical records, I relied on their reporting of cancer diagnoses 
and treatment, which may or may not correspond to biomedical understandings of disease.  
  
 During my visits (n=16) with women living with cancer (n=7), I collected 

information about how they received their diagnosis, their planned and completed 

treatment, the practical and financial support received from friends, family, or charitable 

institutions (including health care providers), and their thoughts about the future. If 

possible, I  also interviewed family members living in the home (n=4), during which I 

asked them how they learned about the diagnosis, how they felt about the diagnosis, how 

they helped their family member address her needs, and their thoughts about the future. I 

asked health care providers, advocates, and clinic staff  (n=33) about their professional 

history, their perception of the barriers and enablers to care among the uninsured and 

publicly insured, if they have been unable to provide care to patients due to insurance 

status, and if they have ways of "working the system" to get care for patients. I asked all 

participants to give me their opinions about the U.S. health care system in order to 

understand their perspectives on public programs, private insurance, and access to care.  

 I also collected structured data to help me document the work involved in being a 

patient and in managing patients. In order to get a sense of patients' home economy, I 

performed a structured observation and interview (with 5 of 7 participants) in the home 

during which I recorded the number of people in the home at the time of the observation, 

the number of people living in the home, a description of the neighborhood and the home, 
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an itemization of the bills from the last doctor's visit, and the distribution of responsibility 

for household chores. With willing clinic employees, I conducted one structured 

observation and interview (n=4), to learn how patients are managed bureaucratically in 

the clinic and in relation to state, county, and other programs. During these visits, I asked 

them to show me the "documents" (most often electronic databases) they use to collect 

data about patients. As they walked me through these tools, I asked them how other 

people in the clinic or at the state might use the data they input and if they had any ideas 

for improving these tools. Following the methods of Dorothy Smith (1990; 2001), I 

aimed to de-objectify these documents/databases in order to expand my analysis to how 

patients are constructed in the clinic.  

 I rounded out my knowledge about the cancer care context by attending 

community events, such as Susan G. Komen Race for the Cure conferences convened by 

advocates, health care providers, and researchers. I was part of a professional training on 

cancer survivorship and I attended patient education events, such as chemotherapy 

classes offered at Desert Cancer Center. In order to learn how clinicians talk amongst 

themselves about "cancer disparities," I attended a major annual breast cancer conference 

convened by the American Society of Clinical Oncology. The presenters at this 

conference also gave me a sense of the scientifically and socially shifting context within 

which oncologists practice. This research was approved by the Institutional Review 

Board at the University of Arizona. Because the study involved immigrants who might 

not have legal status in the United States, I consented participants verbally and I used 

pseudonyms in transcriptions. Furthermore, I secured a Certificate of Confidentiality 

from the National Cancer Institute, which protects my data against deposition.  
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Research Challenges 

 My patient sample is small. Recruitment was challenging for this study for several 

reasons, including many that will be familiar to researchers who recruit through health 

care clinics. For the most part, I relied on clinicians, outreach educators, and social 

workers who interact with women diagnosed with cancer to tell them about my study. 

While my study fliers sat in the waiting room of the Desert Cancer Center, most of my 

participants came to me through personal introductions and connections. My "inclusion 

criteria" for women living with breast cancer were very specific: I wanted to speak with 

uninsured and publicly insured women who were in the midst of active therapy. 

Therefore, my pool of possible participants was limited by circumstance and willingness 

to participate. One of my patient participants, Ynez Flores, came to me as she began 

cancer treatment, but the other women, for the most part, had been undergoing months of 

treatment or were in the final stages.  

 Furthermore, I sought to recruit members of what Merrill Singer terms "hidden or 

hard-to-reach populations" (Singer 2013). He points out that these populations may be 

difficult to find and recruit but also, their boundaries and characteristics may be poorly 

defined. While reports tell us that 11.2 million people live in the United States with 

unauthorized status and this group makes up 6% of Arizona's population (Passel and 

Cohn 2011), these figures are estimates that are calculated based on a complex analysis 

of formal statistical counts of the population, such as the U.S. Census (Pew Hispanic 

Research 2013). As I discuss above, this research began shortly after a number of anti-

immigrant laws passed in the state of Arizona, which undoubtedly affected people's 

willingness to engage with strangers and even to visit the clinic. I anticipated traveling to 
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Mexico with undocumented women who were unable to secure reasonably priced cancer 

care in the United States. I never met any of these women, which may have been due to 

the fact that charity funds were available in Arizona for breast cancer patients or because 

they saw no point in being part of my study, since they were planning to return to their 

country of origin, without immediate plans for return.  

 Because of the political climate in the state when I began this research, I was 

hesitant to delve too deeply into women's citizenship status. Therefore, while the women 

whom I term "undocumented residents" or "non-citizens" were excluded from public 

insurance benefits, I cannot offer a nuanced discussion of each person's status and 

examine the finer points of these statuses as they relate to access to public assistance. 

Also due to this politically sensitive subject matter, my life history data for 

undocumented/non-citizen women is spotty, as I kept the conversation focused on the 

less threatening topic of breast cancer treatment. I did not probe deeply but waited for 

women to offer information about their length of residence in the U.S., which I then tried 

to follow-up on as much as possible. 

 Moreover, I sought out people who may have had very limited interaction with 

the welfare state and, in some cases, limited interaction with the allopathic health care 

system (and, for that matter, to researchers). Some of them were women who, due to a 

diagnosis of cancer, became eligible for state-funded insurance. These were working 

women in their 50s and early 60s without any other notable health concerns. From what I 

could tell, often their interaction with the health care system was on a pay-per-visit basis.  

Some were women whose work did not offer health insurance and whose general 

understanding of social responsibility seemed to be grounded in "self-reliance."  These 
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women seemed to understand their current medical situation as an extreme case that 

warranted state intervention; otherwise, they paid their medical bills as they came up (I 

discuss this commitment to "self-sufficiency" in chapter six).   

 Finally, the last limitation I view as a strength: I used a bilingual research 

assistant, Azucena Sanchez, to help me conduct the interviews in Spanish. While I can 

hold my own in a Spanish conversation, I was concerned that my still nascent skill would 

impede communication. However, we did not use the traditional interpreter model, with 

Azucena translating my words to the participant and then translating the participants 

words back to me. All interviews were conducted solely in Spanish, with only the 

occasional English interjection to clarify something I did not understand. Furthermore, 

Azucena's experience conducting interviews on other Latino health research, her own 

cross-border relationships, and her intelligent insights made her an invaluable contributor 

to the ongoing process of ethnographic analysis.  

Overview of chapters 

 Because this dissertation examines the contradictions of public policies that aim 

to ameliorate health disparities, in chapter two I examine the streams of information that 

compose the world in which providers and patients understand and deal with cancer. This 

chapter seeks to describe the cultural dimensions of breast cancer, examining the moral 

economies of cancer management. In this chapter, I contrast population-level approaches 

to researching and addressing disease in "disparity populations," comparing frameworks 

that view disease as a problem of individual health management versus those that see 

disease as socially produced. I describe the culturally accepted breast cancer prevention 

strategy, screening and early detection, and examine how the "hopeful" representation of 



38 
 

 
 

the breast cancer survivor is used to mobilize populations toward screening. In doing so, I 

set the stage for chapter three's examination of how these economies influence public 

health and charity programs. 

 In chapter three, I outline the local and national public health programs that shape 

breast cancer management. Beginning with a brief history of the early detection approach 

to breast cancer, I then move to a discussion of state- and privately funded programs for 

breast cancer screening, diagnosis, and treatment. In this section, I focus on the programs 

that are intended to create access to cancer care for structurally vulnerable women, noting 

eligibility guidelines and exclusions. I examine who uses these programs and how they 

might be enrolled. Chapter three's focus on programs and policies that manage the breast 

health of structurally vulnerable women sets the stage for a more detailed ethnographic 

exploration of the work of managing patients and programs by clinic staff in chapter four.     

 Chapter four describes the agencies and providers who care for uninsured and 

Medicaid-eligible women in Southern Arizona. In this chapter, I extend the "works of 

illness" (Corbin and Strauss 1985; Strauss, et al. 1985) to examine how these works are 

privatized in two senses: 1) The state's responsibility for ensuring access to health care is 

taken up in the work of private entities and individuals; and 2) Much of the work--and the 

emotional risk--of managing structurally vulnerable women falls on unlicensed "support 

staff" in the clinic, many of whom are women. I examine this "privatized" work using 

anthropological critiques of medical humanitarianism, pointing to the ways in which it 

serves to reproduce social inequalities inside and outside the clinic. This chapter's 

ethnographic description of administrative activities in the clinic and the distribution of 
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responsibility for managing undocumented women in the community provides context for 

the stories of two women living with breast cancer, whom I discuss in chapter five.    

 Chapter Five examines how "illegality" (Ngai 2004) and diagnosis shape the 

opportunities and constraints of women with breast cancer. Focusing on case studies of 

Nadia Garza and Ynez Flores, two women without U.S. citizenship, the chapter explores 

how a variety of documents--financial, medical, and immigration/citizenship documents--

configure the possibilities for care. In doing so, I expand the "objectifying discourse" of  

mundane documents, examining the social relations "in which they make the world of 

living people observable" (Smith 1990:42). I argue that these documents and the practices 

associated with them generate and sustain ideas about deservingness and configure 

resources in particular ways. While attempting to humanize these objectifying 

documents, I point to their contradictions: They both expand and foreclose opportunities 

for women.  

 Chapter Six builds on the description of work in chapters four and five to  

illustrate the illness itineraries of women who were uninsured until being diagnosed with 

breast cancer. In exploring the particularities of women's structural vulnerability, I 

highlight the friction between entitlement and responsibility, revealing women's 

structural vulnerability. Centering my discussion upon Patricia Lind and Linda 

Cavanaugh, part-time low-wage employees who care for an elderly parent in the home, I 

examine the social hierarchies that shape their illness experiences. I contrast their 

experiences with the non-citizen and undocumented women discussed in chapter five in 

order to highlight the hazards of limiting our discussion of health to "treatment access," 

especially when that access is uncertain and time-limited.  
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 In order to understand the world in which public health professionals, physicians, 

nurses, clinic staff, and patients experience illness, I next turn to a discussion of the moral 

economy of cancer management. In doing so, I describe the imperative to screen women 

for breast cancer, despite the uncertainty of treatment available for non-citizen and 

undocumented women living in the United States.  
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CHAPTER TWO—MOBILIZING POPULATIONS: CANCER DISPARITIES 
AND SCREENING PROGRAMS  
 
 In chapter one, I situated this research within the field of anthropological thinking 

about health and inequality. In this chapter, I begin exploring the cultural dimensions of 

U.S. breast cancer control, which influence policy approaches to disease management, 

providers' understanding of disease, and women's illness experiences, including their 

understandings of themselves. To do so, I focus on the intervention that begins women's 

treatment trajectories--breast cancer screening--and which forms the basis of much public 

health and health care policy in the field. Here, I explore the streams of information 

guiding this secondary prevention strategy (see Figure 1), which involves the regular 

screening of healthy populations of women (i.e. they do not have symptoms of illness) 

and "underserved" women in particular. 

Figure 1. Three types of prevention in breast cancer management 

 

 

   

  Gabriella Salazar, an outreach nurse at Saguaro clinic, is knowledgeable about  

bringing clinical services to  historically underserved populations. In addition to running 

Saguaro's Well Woman program, she operates a van that provides health care for the 

homeless population in the city. Despite her expertise in making health care accessible, 

she acknowledges the challenges to bringing low-income working women  in for cancer 

screening: 

Primary prevention 
reduce the risk of 
developing disease (e.g. 
exposure to 
carcinogens) 

Secondary prevention 
detect (e.g. 
mammography) and 
treat disease before 
symptoms develop  

Tertiary prevention - 
care of established 
disease to prevent 
complications or 
increased severity 
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They can't lose work. They can't miss a day of work because, easily, their 
jobs are the type that can be replaced in a minute. And they come in for 
their appointment and they can’t follow-up:  "I can't do it because my 
work," [they say]. They're so fearful of losing a day of work because 
number one, they probably don't have any vacation time.... 

Yet, as the head of the Well Woman program at the clinic, it is her job to extend 

screening services to women who do not have another source of care. When we spoke, 

she described trying to bring mammography and Pap screening to homeless women 

through the mobile clinic, while also conceding that  the population might be too 

transient.  She notes, "There is nothing worse than getting a positive result and you can't 

find the woman." 

 Gabriella called her outreach work with the Well Woman program a "mandate" 

for breast and cervical cancer screening coming from the Federal government via the 

state.  While she struggled with  the challenges of signing-up women for mammograms 

when they conflict with work schedules, she was more confident in addressing the 

psychological barriers to screening, such as fear. Stressing the multiple resources for 

breast cancer treatment locally, Gabriella allayed the fears of undocumented women who 

shared their concerns about paying for treatment, should cancer be found on the 

mammogram. One patient informed her, "I'd rather not know if I have anything. Because 

what can I do about it?" When I asked if the woman ended up doing the screening, 

Gabriella noted, "We talked her into it, with the reassurance that 'we can help you.'"  

 Breast cancer screening is not just a government mandate, but a cultural mandate 

in the United States, and central to the moral economy of breast cancer management, 

which takes a public health approach to allocating health care resources. Here, I 

problematize this approach to prevention, offering a framework for understanding how 
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public health policies are developed and illness is experienced. For example, mobilizing 

uninsured women to receive an annual mammogram offers a solution at one point of 

access while presenting a problem if they are diagnosed with cancer and do not have a 

way to pay for the treatment.  

 Research provides evidence for the management of cancer from screening through 

treatment. Recommendations for mammography screening are based on scientific studies 

(e.g. Hellquist, et al. 2011), although they are not without controversy (Bleyer and Welch 

2012).  This research influences public education about cancer prevention and "cancer 

awareness" campaigns. Bridging research and education are cancer survivors, whose 

stories fill the gaps of uncertainty about whether one should undergo mammography. 

Cancer survivors are often central to widespread "breast cancer awareness" campaigns 

and local initiatives to increase screening, presenting testimony about the value of early 

detection and treatment. 

 To understand the meanings that configure the moral economy of breast cancer 

management for structurally vulnerable women, I present two major approaches in cancer 

control: research and public education/"awareness" raising. These approaches intersect 

with the public policy initiatives to increase access that are discussed in more detail in 

chapter 3. Following Mary- Jo Delvecchio Good and colleagues, I look to these aspects 

of American oncology as part of the "political-economy of hope," or the linkage of 

"research and treatment institutions,...patterns of availability and promotion of particular 

anti-cancer therapies, [and] search for treatments and cure by patients and their families" 

(1990:60). Importantly, these institutional relationships and therapies intersect with 

popular understandings of hope for a cure for cancer. 
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Disparities, Moral Economy, and "Deserving" Breast Cancer Patients 

The health care reform act is an excellent start toward providing universal health 
insurance. But access to insurance does not assure access to quality health care, 
especially for the poor and less educated. No patient with cancer should go 
untreated or experience a delay in treatment that diminishes survival. People 
should not die from cancer because they are poor or black. This is more than a 
medical and scientific issue. This is a moral issue.  

--Harold P. Freeman, "Why Black Women Die of Cancer," New York Times Op-
Ed, March 13, 2014 

 Breast cancer is a well-funded disease, garnering significant public and private 

support. In 2013, for example, the National Cancer Institute (NCI) spent more than $559 

million on breast cancer research. In contrast, the NCI spent half that—$256 million—on 

prostate cancer research, the most common cancer in men. And, $286 million and $238 

million on lung and colorectal cancers, respectively, which are common cancers in both 

men and women (National Cancer Institute 2014). The moral economy of breast cancer 

management centers on population health, with research and clinical services operating as 

components of this economy. However, clinical services are also individualized when  

they are part of the moral economy of market-based health care. As my research 

participants noted, cancer treatment is expensive  (Hall 2013; Meropol, et al. 2009),24 so 

that women who are uninsured must bear much of the economic burden of this treatment 

and often face treatment delays.  

  Filling the gap in treatment resources are state funds—welfare programs—that 

support cost-contained medical care, the local dimensions of which I will outline in 

chapter 3. Notably, these publicly funded social welfare programs operate within the 

moral economies of breast cancer management and of market-based health care, an 
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interaction that creates gaps in care, which I discuss in later chapters. Private funds in 

combination with free/reduced-cost humanitarian care may cover treatment for non-

citizens who are ineligible for state support; but like state programs, these services and 

monies are limited, subject to cuts, and designated for specific populations.25  Whether 

public or private, these programs ration resources according to social categories of 

worthiness, defining the state's or institution's relationship to and with its clients or 

beneficiaries, forming what it expects of them (Hasenfeld 2000).26 

 As the quote above from Dr. Freeman claims, "This [cancer health disparities] is a 

moral issue," in which the institutions that constitute the safety net (perhaps) unwittingly 

reproduce ideas about  who is deserving of adequate health care. That is, in determining 

the "proper" allocation of social services and resources, institutions make moral 

calculations in what appears to be a purely economic analysis. About precisely this issue, 

Kim Hopper writes, "Moral reasoning has to do with those cultural reference points 

which we, as individuals and as a collectivity, make judgments about the rightness of 

actions and the worth of selves" (Hopper 2001:481). An examination of moral economies 

acknowledges that moral judgments configure economic activities, such as health care, 

just as economic activities influence ethical stances (Sayer 2000). 

                                                            
25 In chapters four and five, my analysis of these charity programs is helped by Didier Fassin's discussion of 
the moral economy of humanitarianism, in which the "suffering body's.... right to life is being displaced 
from the political sphere to that of compassion" (2005:371). Didier Fassin's analysis of humanitarianism 
centers on the broad social processes that construct the moral economy, while it examines how people are 
determined to be worthy of assistance.  
 
26 Jakob Hasenfeld (2000) claims that the socially constructed categories that are used to ration welfare 
services convey moral significance and become institutionalized. Thus, he writes, "the decision of whether 
a single poor mother qualifies for public assistance is not merely a technical question of assessing her needs 
in relation to the resources available to her. It is also an assessment of her 'deservingness,' including a 
judgment about her commitment to the work ethic and to family values" (2000:330). 
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Why is it useful to think about the interactions of moral economies? 
 
 My analysis takes inspiration from other anthropologists who have examined the 

moral dimensions of exchange, including health care. These scholars expand the work of 

historian E.P. Thompson (1971) who questioned the purely economic explanations for 

eighteenth century food riots, instead finding their cause in the "English crowd's" 

perceived violation of norms and obligations. Examining the interaction of the moral 

economy of care with other economic spheres, anthropologist Kim Hopper (2001) found 

outrage among health care providers as they toil under the processes imposed by 

managed health care.  He notes that the managed care and "its newly instituted controls 

on work" causes a breach in the "cultural trust" that is the norm in the moral economy of 

care. Further broadening the framework of moral economy, Michele Rivkin-Fish (2011) 

argues that the political-economy of commodified health care is "a mode of distribution 

and knowledge," a moral economy that shapes "assumptions about obligations and 

entitlements." Both scholars attend to interactions within these moral economies, 

examining how individuals make sense of their experiences.  

 Rivkin-Fish's work on moral economy directs attention to the interactions of 

institutions, such as publicly funded insurance programs, dental schools, universities, 

non-profit dental charity organizations or clinics, and the U.S.'s market-based health care 

system. Moreover, she examines the construction of expert subjects within this economy 

by pointing to the ways in which dental students naturalize inequality within the ethical 

parameters of the professional clinician. In her example, dental students in a community 

dental context are frustrated by what they see as patient disregard for dental health and 

patient noncompliance, perceptions that shape a developing sense of themselves as 
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ethical dental providers. In perceiving themselves as objective and non-judgmental 

providers of services, they offer patients the opportunity to make informed decisions 

about dental care, even as their patients' invisible life histories and social contexts 

configure these "decisions."  

 Carolyn Rouse (2010), on the other hand, examines the production of vulnerable 

patients within the moral economies of medicine and health care. Looking at patient-

provider interactions among terminally ill African American patients, Rouse notes that 

providers' lack of discussion about the uncertainty of medicine and the practices of 

rationing health care leaves patients looking for other explanations of poor health or the 

withdrawal of services. Patient perceptions of mistreatment may lead them to modify or 

flout treatment recommendations, thus leading to what their physicians see as non-

compliance. The erasure of "uncertainty" and "rationing" from the domain of clinical 

communication, she argues, maintains the moral authority of medicine and places the 

fault of poor outcomes on patients. 

 Rouse's research points us to the interaction of different kinds of economies. In 

fact, it is difficult to analyze a single moral economy of U.S. health care, when local 

systems cultivate historically specific and locally defined criteria for "doing the right 

thing" (Kaufman and Fjord 2011). Indeed, this dissertation might be seen as an 

examination of the multiple moral economies of cancer care for low-income, uninsured 

and publicly insured women. These moral economies may make sense within the context 

of a single community health center or a network of safety net clinics and providers, 

while "doing the right thing" looks different in a large academic cancer center. However, 

as Rivkin-Fish, Rouse, and others have noted, there are nationwide institutional 
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relationships that influence and determine the "right thing." As Sharon Kaufman and 

Lakshmi Fjord note, these relationships are invisible but influential:  

The different stakeholders involved in the chain of connections between 
scientific discovery and clinical use—biomedical scientists, clinical 
researchers, Medicare policymakers, clinic administrators, physicians, 
patients, and families—are not specifically aware of the way in which the 
strong value of the technological operates at every stage between 
invention and reimbursement, between scientific evidence and individual 
choice, to shape a system of bureaucratic rationality in which treatment 
coverage decisions, and therefore standards of care and the contours of 
ethical necessity, are determined. (2011:211) 
 

They note, importantly, that "the ethical runs through all aspects of the health care 

enterprise."  

 As I will ethnographically explore in chapters four through six, there are a number 

of moral economies operating in U.S. health care, and in cancer care in particular. These 

economies influence what is "thinkable" in public policies addressing cancer as a social 

and medical problem.  For example, the Centers for Disease Control and Prevention 

(CDC), which operates in the moral economy of breast cancer management, operates the 

breast and cervical cancer screening program that screens all low-income women residing 

in the U.S. based on broad income guidelines that are more than twice that of the federal 

poverty line. Because the CDC's program's goal is to screen as many women as possible,  

services are provided regardless of citizenship status, and presumably all in need can 

receive screenings. This reflects the broader concern of the CDC, whose emphasis is 

widespread public health initiatives that try to find undetected tumors of the breast.   

Medicaid, on the other hand, is operated as an entitlement program for U.S. citizens and 

qualified residents only. It sits squarely in the moral economy of market-based health 

care, informed by a profit-based health care market and neoliberal understandings of 
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entitlement and national belonging. It stipulates eligibility based a stricter nationwide 

income guideline, while operating as a payment management program for general health 

care needs over the long term. Eligibility practices within these programs produce groups 

and individuals who are deemed worthy of public assistance or undeserving of it. 

  These economies shape practices, interactions, mutual obligation, and emotions of 

health care providers, asymptomatic women and those living with breast cancer. They 

configure the practices of institutions and programs as well. Breast cancer is experienced 

within overlapping moral economies and logics, including that of public health and  

market-based health care. These moral economies influence the ways in which we think 

about disease, producing social relations and types of knowledge. I attend to these types 

of knowledge in this chapter. Beginning with a theoretical approach commonly used in 

public health research and interventions—the "social determinants of health"—I examine 

the social production of health in contrast to the outlook that health is individually 

determined by behavior or genetic predisposition.  

Paying attention to primary prevention: Is access to care the "problem"? 

 Cancer disparities (along with HIV/AIDS and cardiovascular disease) receive a 

great deal of coverage in the popular U.S. news media. Frequently, the causes of and 

solutions to cancer presented in these news pieces are centered on behavioral factors, 

with little attention to social causes of and solutions to disease (Kim, et al. 2010). As a 

result of this coverage, media researchers have found that many Americans see lack of 

access to care and individual behaviors as central to poor health, while they overlook 
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other social and economic factors (Robert and Booske 2011).27 In research conducted 

with policy makers—many of whom were central to orienting U.S. research funds toward 

reducing disparities—Sonia Bettez (2013) found that health disparities discourse 

emphasizes "race and ethnicity, individual responsibility, and medical care," and in doing 

so, elides the "root causes" of poor health. 

 Researchers and advocates with an emphasis on the social production of health 

offer a contrasting view to this media coverage. This line of thinking is centered on 

identifying the ways in which "inequities in health systematically put groups of people 

who are already socially disadvantaged (for example, by virtue of being poor, female, 

and/or members of a disenfranchised racial, ethnic, or religious group) at further 

disadvantage with respect to their health" (Braveman and Gruskin 2003:254), while 

acknowledging that the causes are likely "complex and multifactorial." These "social 

determinants of health," as they are known in public health circles, may reflect the social 

factors that make people structurally vulnerable (Quesada, et al. 2011). Analyses look to 

contexts that shape well-being, such as access to timely and affordable health care, 

housing quality, occupational exposures and compensation, neighborhood features, and 

social welfare policies.  

 These analyses have led to an incorporation of the social determinants into 

conceptions of human rights, specifically into the "right to health."  The World Health 

Organization argues that governments have a responsibility to protect the right to health, 

by ensuring that many of the social determinants of health, as mentioned above, are 

                                                            
27 In a critical analysis of media coverage in Canada and the U.S., Clarke and Van Amerom (2008) found 
that articles about cancer often highlighted the individual and medical solutions to illness. They argue, 
"There is no discussion of social cohesion, social exclusion, class, ethnicity, poverty, loneliness, 
unemployment, or any of the other determinants of health" (p.100) in the coverage of cancer.  
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addressed adequately so that "everyone can be as healthy as possible" (2013). At the 

same time, critics argue that certain social determinants are ignored due to their political 

valence. For example, Vicente Navarro critiqued the report from the World Health 

Organization Commission on Social Determinants for failing to critique capitalism's role 

in the production of social inequalities (2009).28   

  Nancy Krieger has put forth an "ecosocial" approach to studying embodied 

inequality, noting the "cumulative interplay of exposure, susceptibility, and resistance at 

multiple levels across the lifecourse" (2005:8). She argues that population health must be 

examined on multiple levels in order to understand distribution, so that "determinants of 

this distribution are explicitly framed in terms of 'place and time,' 'context,' and 

'community attributes'" (2005:8). Therefore, isolating select aspects of cancer control, 

such as screening or treatment, may not address health inequities. In fact, Krieger and 

colleagues have noted that increasing disparities in all-cause mortality may not be due to 

unequal access to high-tech medicine, but instead could be due to U.S. social and health 

policy shifts since the 1980s that put people at risk (Krieger, et al. 2012). This finding 

does not deny the importance of medical innovation and novel treatments; instead it 

questions the singular focus on medical treatment rather than remedying historical social 

inequalities in an effort to prevent poor health. 

 These public health scholars argue for a recognition that institutional and 

professional  relationships are structured in particular ways that shape how we understand 

                                                            
28 Navarro writes of the report: "The Commission’s studious avoidance of the category of power (class 
power, as well as gender, race and national power) and how power is produced and reproduced in political 
institutions is the greatest weakness of the report. It reproduces a widely held practice in international 
agencies that speaks of policies without touching on politics. It does emphasize, in generic terms, the need 
to redistribute resources, but it is silent on the topic of whose resources, and how and through what 
instruments." (2009:15) 



52 
 

 
 

a problem. Ways of knowing29 reflect ethical frameworks and moral understandings of 

the world. As one commentator on the public health and social justice listserv "Spirit of 

1848" recently noted, scientific language such as "inequalities" and "disparities" are 

"descriptive, positivist, and in this way, more scientific." As Navarro's critique of the 

WHO report suggests, scientific language purports to be apolitical, but reveals its 

political agenda in what it chooses to see and report. Therefore, "root causes" of disease 

as defined by these scholars are unaddressed in much biomedical research, perhaps due to 

the difficulty of demonstrating cause and effect in examining multiple social or 

environmental factors or possibly due to political powers that influence the research 

agenda (McCoid 2004). Instead, much biomedical research about breast cancer centers on 

secondary prevention: women's access to mammography and their willingness to undergo 

screening.  

Centering on secondary prevention: biomedical research and cancer disparities  

 Others  have detailed the history of health disparities research and public health 

approaches elsewhere (Sangaramoorthy 2014; Shaw 2012), noting the political 

importance of "difference" in the determination of health risks and allocation of public 

resources. Thurka Sangaramoorthy identifies two approaches to understanding 

disparities: 1) epidemiologic concern with isolating aspects of social life, such as income, 

in order to understand a population's "difference" and 2) the political economy of health, 

which examines systems, institutions, and broad social factors in the production of poor 

health. She argues, "These two approaches to health disparities represent two very 

                                                            
29 For instance, Stephan Timmermans and Steven Epstein describe the ways in which the implementation of 
standards in business, medicine or policy "signals a preference for a specific logic and set of priorities" 
(2010:85).  
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different strands of scholarship, but their frameworks... often merge in grounded practice 

through local initiatives and serve to increasingly naturalize racial and ethnic disparities 

in health" (2014:119). Many scholars point to a report published by the U.S. government 

in the mid-1980s30 as the catalyst for attention to health differences among minority 

populations in the U.S. Soon after, the National Institutes for Health established research 

programs focused on ameliorating differential health outcomes for key identified 

concerns, including birth-weight and chronic diseases, such as cancer.31 

 A search in PubMed reveals the interests of researchers examining cancer 

disparities, many of whom do focus on racial and ethnic disparities in health. I conducted 

a number of searches to assess the frequency of particular topics addressed by scientific 

articles published in the past five years (see table 3). I used common public health 

vocabulary for describing aspects of cancer control, such as cancer prevention, risk, 

screening, treatment, and survivorship.  

Table 3. Frequency of cancer topics appearing in literature search 

Keywords Search results 
Years 2010-2014 

Date 

"Cancer prevention" AND "Disparities" AND 
"United States" 

168 results 5 Dec 2014 

"Cancer risk" AND "Disparities" AND "United 
States" 

110 results 5 Dec 2014 

"Cancer screening" AND "Disparities" AND 
"United States"  

273 results 5 Dec 2014 

"Cancer Treatment" AND "Disparities" and "United 
States"  

81 results 26 Nov 2014 

"Cancer survivors" AND "Disparities" and "United 
States"  

63 results 5 Dec 2014 

 

                                                            
30 The Secretary's Task Force Report of Black and Minority Health in 1985 
 
31 For more history about institutional support for reducing health disparities, see the National Institute on 
Minority  Health and Health Disparities (http://www.nimhd.nih.gov/) 
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 Perhaps unsurprisingly, cancer screening produced the most search results. 

Screening has been shown to detect cancers early enough to reduce mortality for certain 

cancers, such as breast cancer (Hellquist, et al. 2011; Tabar, et al. 2011). While there are 

lively debates about the best approach to screening for cancers, particularly prostate 

cancer (e.g. Simon 2012) and breast cancer (Drukteinis and Kiluk 2014), and critics 

complain that screening forces medical treatment for  abnormalities that will never 

become cancer, the overwhelming public health consensus, promoted by organizations 

like the American Cancer Society, is that screening saves lives. Moreover, screening 

provides a measurable and modifiable health behavior upon which educators, providers, 

and researchers can intervene.  

 In reviewing the 273 results for "cancer screening," I eliminated 15 abstracts 

because they were not focused on screening. I reviewed and coded 258 abstracts 

according to categories that were pre-identified and some that emerged during the review. 

Coding centered on the primary focus of the article as defined by the study's framework. 

Several codes, such as SES (socioeconomic status), incorporate a variety of 

characteristics mentioned in abstracts, such as "poverty" and "low-income," as 

problematic as these characteristics can be to define.  

 As can be seen in Table 4, colorectal and breast cancer screenings were the most 

frequently researched exams. Fifty-seven percent of the articles used race or ethnicity as a 

key variable for analysis, with insurance status (including Medicare and Medicaid), 

socioeconomic status, and geographic variables the next most common units of analysis. 

Researchers commonly investigated screening utilization, with nearly a third of the 

articles measuring the frequency of people's use of mammography, fecal screening tests 
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for colon cancer, or other screening tests. Nearly a quarter of the abstracts described the 

results of randomized controlled trials or evaluations of interventions to increase 

screening adherence, with many of these describing and evaluating patient navigator 

programs. More than 20% of the research reported assessed patient knowledge and 

beliefs about cancer or cancer screening and their attitudes and intent to screen.  

Table 4. Topical breakdown: PubMed 
articles about cancer screening disparities 
(n=258) 

 

 

N= %= 

CANCERS 

Colon 102 39.5% 

Breast 87 33.7% 

Cervical 62 24.0% 

Prostate 11 4.3% 

Anal 2 0.8% 

Lung 2 0.8% 

Skin 2 0.8% 

Oral 1 0.4% 

DISPARITY FOCUS 

Race/Ethnicity 147 57.0% 

Low-SES 47 18.2% 

Insurance Status 39 15.1% 

Geographic disparities 39 15.1% 

People living with comorbidities 12 4.7% 

Immigrants 10 3.9% 

Gender (Male/Female) 9 3.5% 
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Low literacy 6 2.3% 

People living with a disability 5 1.9% 

Sexual orientation 4 1.6% 

Cancer survivors 3 1.2% 

Underscreened/underserved populations 2 0.8% 

Homeless 1 0.4% 

METHODOLOGICAL FOCUS 

Screening utilization 85 32.9% 

Intervention evaluation/RCT 62 24.0% 

Beliefs about cancer/attitude toward screening/intent 
to screen 

34 
13.2% 

Knowledge of cancer/screening 30 11.6% 

Patient/provider-identified barriers 27 10.5% 

Delayed diagnosis 22 8.5% 

Health policy 20 7.8% 

Connection to the health care system 17 6.6% 

Language use 16 6.2% 

Patient-provider communication 16 6.2% 

"Culture" 13 5.0% 

Patient-identified facilitators 10 3.9% 

Decision-making (patients and providers) 10 3.9% 

Tumor biology 3 1.2% 
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ARTICLE TYPE 

Original research 237 91.9% 

Commentary/lit review 21 8.1% 

 Includes educational attainment, which is often measured as an aspect of SES. 
 Geographic disparities includes "Appalachia" as a particular regional focus. 
 This includes self-efficacy research. 
 Including cultural tailoring and competency. 
 
 I found evidence supporting Sangaramoorthy's observation that disparities 

research is organized thematically along two poles: one, an epidemiologic focus on 

isolating social factors that affect health and the other, a political-economic analysis 

centering on systems. A significant percentage of the  articles in this sample focused on 

many of the social and economic factors commonly associated with lack of access to 

health care and poor health outcomes, such as race/ethnicity, insurance status, and 

socioeconomic status. Race/ethnicity figured prominently in this review, with authors 

often comparing the screening adherence of racial/ethnic groups (e.g. Agenor, et al. 2014; 

Armin, et al. 2014; Johnson-Jennings, et al. 2014) or describing the implementation of 

interventions in particular racial/ethnic populations, (e.g. Karcher, et al. 2014; Ko, et al. 

2014). Complementing this focus on social factors were examinations of individual and 

system factors that play a part in screening adherence (e.g. Roman, et al. 2014), including 

perceived discrimination (e.g. Jacobs, et al. 2014) and Medicaid reimbursement rates 

(Halpern, et al. 2014). 32 

 A number of research studies' findings were contradictory, perhaps pointing to the 

complexity of identifying multifactorial "root causes" of poor access to care using 

                                                            
32 For example, Michael Halpern and colleagues (2014) examined the effects of Medicaid reimbursement 
rates on patients' receipt of cancer screening tests, finding a positive relationship between increased 
reimbursement for office visits and cancer screening. 
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broadly construed social categories. Some found that race/ethnicity was associated with 

delays in screening and/or diagnosis (Hoffman, et al. 2011; May, et al. 2014), while 

others found SES was more significant than race in determining the receipt of screening 

exams (Dubay and Lebrun 2012). Only a handful of articles argued for splitting "lumped" 

populations, such as "Asian American and Pacific Islanders," to better understand 

populations' particular vulnerabilities (Lee, et al. 2011). 

 In the intervention literature (nearly a quarter of the articles reviewed), I found 

some support for Sangaramoorthy's argument that the two poles of disparities research 

often merge in grounded practice. Many of these were cancer navigator interventions, in 

which individual and system-level barriers to screening are addressed  by navigators who 

serve as a liaison or direct provider of services, such as interpretation for patients who 

have limited English, appointment scheduling, or transportation to and from medical 

appointments (e.g. Battaglia, et al. 2012; Dudley, et al. 2012; Percac-Lima, et al. 2014). 

However, a number of these interventions also addressed knowledge of cancer and cancer 

screening in particular populations, with the aim to change individual attitudes, beliefs, 

intentions and, ultimately, screening behavior (e.g. Carney, et al. 2014; Krebs, et al. 

2013; Lor and Bowers 2014; Reuland, et al. 2012). Research that aims to mobilize the 

patient through an increase in cancer knowledge, self-efficacy and intent to screen is off-

set by systemic analyses that examine the effects of policies in making screening and 

prompt diagnosis accessible to historically marginalized populations. The research about 

structural barriers to screening starts from the assumption that in describing and 

addressing these disparities, the health care system can open the opportunity for 

screening to everyone.  
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 Mobilizing populations by encouraging health care providers to recommend 

screening and patients to carry it out is essential within this framework of opportunity. 

Interventions to increase screening often use cancer survivors and their narratives to 

"educate" and mobilize individual patients. Cancer survivors, particularly in historically 

marginalized communities, may be called upon to share their experience with other 

women (Armin 2006) often  "testify[ing] to the importance of early detection, regular 

screening, and the strength one has to survive a diagnosis of ...cancer" (Jandorf, et al. 

2011). As such, the survivor becomes a moral authority, a guide for prudent health 

behavior and a symbol of screening success. Survivors who are part of local interventions 

are peer educators and members of the community within which they work;  however, the 

survivor identity also exists as a productive symbol for more broad-based "awareness" 

campaigns.  

Breast cancer awareness and the moral authority of the survivor 

I am strong, I am not alone. 

This month, Yoplait wants women battling breast cancer to know we’re “Friends in the 
Fight.” 

That’s the new name for Yoplait’s long-running “Save Lids to Save Lives” program. The 
change was made to pay tribute to everyone impacted by breast cancer, including 
caregivers and family members who comfort those in treatment or remission.  

--General Mills' "Taste of General Mills" Blog, filed under "Responsibility," October 6, 
2014 (http://blog.generalmills.com/2014/10/a-new-way-to-help-women-battling-breast-
cancer/#sthash.WU76LhoF.dpuf) 

 Feminist critiques of the public and private breast cancer "industry" point to the 

use of the survivor story to help mobilize resources—both human and economic—around 

breast cancer. Samantha King claims that the powerful collection of cancer organizations 
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in the United States, through a general focus on “survivorship,” have produced “the 

empowered patient—the activist-expert, the survivor—[that] has become institutionalized 

and incorporated into the fabric of the cancer establishment” (2006:107). Often 

associated with the nearly ubiquitous Pink Ribbon campaigns, survivor narratives may be 

deployed by cancer organizations and for-profit corporations—such as Avon or 

Yoplait—who benefit from these campaigns. 33  Critics claim these narratives 

individualize women, making them responsible for their health instead of encouraging 

them to socially frame the problem of cancer (King 2006; Stacey 1997).   

 Furthermore, the breast cancer survivor offers a powerful metaphor to convey 

hope and recovery, while this metaphorical content is fraught with contradictions. Critics 

argue that the survivor's implicit (and often explicit) focus on hope keeps individuals 

looking toward the future—focusing on what could be instead of what is—while leaving 

them open to exploitation and minimizing their social experience in the present.34 It is 

precisely the minimization of social experience that prompted Susan Sontag (1978; 1988) 

to explore the metaphors used to discuss cancer, finding they expressed a battle of the self 
                                                            
33 Large corporations such as Ford Automotive, Yoplait yogurt/General Mills, American Airlines, and 
Merck & Co. are part of Susan G.  Komen for the Cure's "Million Dollar Council Elite" because they have 
pledged $1 million annually to the organization. These large donations enable Komen to make significant 
expenditures toward research and services. In the 2012-2013 fiscal year, Komen spent $49.5 million on 
research, and distributed about $217 million to its local affiliates for breast cancer education, screening and 
treatment nationally (Susan G. Komen for the Cure 2014). Much of this money is used to research or 
provide direct services to women who have been historically underserved. 
 
While not exclusively focused on breast cancer, the American Cancer Society earmarks much of its 
resources for breast cancer. The organization's breast cancer walk-a-thon Making Strides Against Breast 
Cancer (MSABC), while not as large as the Komen Foundation's Race for the Cure, raised $53 million and 
had 480,000 participants across the country in 2011 (American Cancer Society 2012). Because of my 
tenure with the American Cancer Society in the San Francisco Bay Area (1997-2000) during the early days 
of MSABC, I know that these participants are members of large corporate sponsor teams committed to 
bring "bodies" (and pledges) to the event. 
 
34 In an essay about her own diagnosis and treatment for breast cancer, Barbara Ehrenreich writes, “The 
effect of this relentless brightsiding is to transform breast cancer into a rite of passage—not an injustice or a 
tragedy to rail against but a normal marker in the life cycle, like menopause or graying hair” (2001:49). 
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with the non-self. She lamented the persistence of the military metaphors for disease, 

which she claimed "overdescribe," "overmobilize," and stigmatize the people living with 

it. While the discourse is beginning to shift somewhat from "fights" against cancer to 

"living with" cancer,35 these military metaphors persist.  

 It is possible to see how these military metaphors may shape the concept of the 

breast cancer survivor as a hero, sharing one's private "triumph" over cancer (Orgad 

2009). The proliferation of breast cancer narratives in the popular media in the 1970s and 

80s "reinforce(d) a national awareness of breast cancer as a personal narrative. This 

emphasis on the intimate, individual struggle between the disease and its victim, with its 

focus on breast cancer as predominately a domestic drama, has colored every aspect of its 

social history until quite recently" (Leopold 1999:242). As narratives are linked with 

advocacy efforts, however, these "domestic dramas" increasingly influence broader social 

and scientific concerns, such as how we understand and manage risk for developing 

disease (Gibbon 2006a; Gibbon 2006b).  

 Despite increasing linkages of personal narratives with broader social concerns, 

there remains a theme of personal responsibility in managing one's individual (or one's 

family member's) risk for developing breast cancer (Gibbon 2006b). In response to this,  

some feminist organizations, such as Breast Cancer Action (BCA), are critical of 

mainstream Pink Ribbon narratives, and instead use the "moral authority" of the woman 

living with cancer to push for broader social transformation. In October 2012, BCA 

initiated a public education and political advocacy campaign called, "It's an Epidemic, 

Stupid" (following "It's the economy, stupid" catch-phrase of William Clinton's 

                                                            
35 The American Cancer Society now calls itself "The official sponsor of birthdays®," highlighting its role 
in helping people live through diagnosis, treatment, and "survivorship" of cancer. They still implore 
potential volunteers and donors to "Join the fight against cancer," however.  
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presidential campaign in the 1990's). This indexed, in their words, the "crisis" of breast 

cancer in which women are being diagnosed and dying from the disease at "alarming 

rates."36 While pushing for stricter regulation of polluting corporations and better 

government oversight of research dollars, the organization's approach to describing the 

"problem" serves to create a sense that breast cancer is everywhere, thus potentially 

"overdescribing" and "overmobilizing" sentiment about the disease. 

 Thus, while survivor narratives may respond to and build on a concept of "self-

responsible consumer citizens" (King 2006), survivors also serve as "moral authorities," 

issuing calls for social change, such as attention to pollutants in the environment or 

increasing health care access for historically marginalized populations. In this way, the 

survivor and advocate exists as a paradoxical figure who simultaneously creates new 

types of sociality while she re-inscribes the image of a prudent actor, in control of her 

health. This paradox represents a tension that threads throughout this dissertation, as 

structurally vulnerable women and their health care providers are faced with 

opportunities and constraints in seeking treatment for cancer via public or private 

programs. 

 Structurally vulnerable women's involvement in the production of survivor 

narratives has changed over time, with some historically marginalized voices emerging 

during the latter part of the twentieth century (Wailoo 2011).37 Early breast cancer 

advocacy frequently challenged medical orthodoxy in treating the disease (Leopold 

                                                            
36 In October 2012, I attended a Webinar in which BCA experts described the campaign and issued a "call-
to-arms." 
 
37 Keith Wailoo's history of cancer "crossing the color line" points to a time in history when there 
developed an awareness of cancer's presence in people of color and African Americans, in particular. 
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1999),38 while discussions about the relationship between social inequities and the burden 

of disease appears to have come later in the movement's history. When advocacy groups, 

like BCA, emerged they were often composed of white, middle class women, despite the 

groups' interest in being inclusive of low-income, women of color (Klawiter 2008). 

While the dominant narratives that developed may have reflected a particular white, 

middle-class perspective, women's public presentations of their personal experiences with 

the disease served to produce a political and economic infrastructure for breast cancer 

(Leopold 1999). Although there can be a critique in "overmobilizing" the individual 

woman who overestimates her risk, breast cancer, like AIDS, offers a material example 

of the effectiveness for social change in a mobilized and politicized base.  

Mobilizing populations: creating a screening infrastructure 

 Large-scale mammography screening projects, widespread public education 

efforts, and the allocation of research funds toward breast cancer compose a political and 

economic infrastructure for breast cancer. This infrastructure made possible the 

legislation passed in 1990 that provided free breast cancer screening to low-income 

women through the National Breast and Cervical Cancer Early Detection Program 

(NBCCEDP)  and then later, in 2000, treatment through Medicaid.39  However, 

delivering services through very different programs with differing inclusion criteria 

created the very gaps the two pieces of legislation tried to address: While the 2000 

legislation expanded Medicaid treatment coverage to working women screened through 

                                                            
38 For more interpretations of the interaction between the women's health movement and breast cancer 
advocates' emerging challenge to biomedical expertise, see Kirsten Gardner's (2006) history of breast 
cancer early detection efforts. 
 
39 I describe the National Breast and Cervical Cancer Early Detection Program and the accompanying 
Medicaid-funded treatment program in greater detail in chapter three.  
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NBCCEDP, it excluded many immigrant  women who reside in the United States but 

who may not have official documented status and those who have had official residency 

status for less than five years.  

 More broadly, these and other breast cancer policies orient social thinking about 

"problems" in particular ways that may simultaneously increase and decrease the chasm 

of health inequity. As anthropologist Catherine Hodge McCoid (2004) and Breast Cancer 

Action note, a focus on getting people screened, diagnosed, and treated for cancer directs 

our concern away from preventing cancer through social and ecological solutions, such as 

corporate and environmental regulation of the production of known carcinogens. McCoid 

argues that the individualization of cancer disproportionately affects  poor and minority 

populations, as studies have shown they are more likely to live near uncontrolled waste 

sites. Hence, the structural vulnerability of these populations may be hidden by a health 

policy oriented toward screening and treatment.  

Summary: Why is an examination of moral economies important in understanding 
cancer disparities? 

 While it may be possible to determine "good" health outcomes by measuring 

populations' breast cancer screening utilization and treatment, this information is then 

translated into ideas about prudent cancer management behavior on an individual level. 

Moreover, as discussed above, a focus on secondary prevention through mammograms, 

deflects attention away from primary prevention, which might involve greater 

government intervention through corporate regulation. Research is conducted and 

policies are devised and implemented in a context in which screening is viewed as the 

most effective way to manage the medical and social problem of breast cancer.  

Moreover, corporate responsibility Pink Ribbon campaigns and breast cancer walk-a-
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thons blend personal responsibility for health with consumption, which "works as a 

technique for the production of self-responsible consumer citizens" (King 2006:46).  

 Exploring the moral economy of breast cancer management offers a way to 

understand orientations toward "correct" behavior, while as Hopper (2001) notes, it 

points the analyst to the "worth of selves."  As this dissertation examines how women's 

structural vulnerability is reproduced through social policies and health care settings, it is 

important to understand how breast cancer is managed as a social concern. The following 

chapters consider how inequality plays out in the management of breast cancer and 

identify how social processes construct deserving patients. Investigating these processes 

and practices within the context of different moral economies can offer insight into the 

reproduction of inequality, as well as highlight possible spaces for transformation.  

 In the next chapter, I describe how the emphasis on early detection through 

screening has configured federal, state, and local policies. Beginning with an 

ethnographic exploration of how eligibility practices ration health care, I describe the 

inclusion and exclusion criteria of public and private programs. In doing so, I touch on 

the neoliberal state's reproduction of inequality through government programs.   
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CHAPTER THREE—HOW DO LOCAL AND NATIONAL PUBLIC HEALTH 
APPROACHES SHAPE BREAST CANCER?  
 
 In 2011, there were 232,620 diagnoses of breast cancer in the United States and 
4,240 of these were in Arizona, which had the second lowest rate of all cancers among 
women. While the Arizona Department of Health Services (ADHS) publicly celebrated 
the low incidence rate, officials acknowledged that many of these diagnoses were made at 
a later stage, when cancer is harder to treat. At a meeting the day these findings were 
announced (March 29, 2011), the ADHS Chief of Tobacco & Chronic Disease put this 
finding into perspective, making plain the relationship between lack of screening and 
these late diagnoses. He and his staff distributed to participants a fact sheet explaining 
that 60 percent of Arizona women over 40 did not have a mammogram in the past year 
(Arizona Department of Health Services 2011). Then, the group of researchers, health 
educators, and activists (including me) brainstormed ways to get the "missing" 60 
percent into a screening facility for an annual mammogram.40 

 In this chapter, I address the policies that shape screening, diagnosis, and 

treatment of breast cancer among low-income and medically marginalized women. I 

examine the public policies around breast cancer's early detection, drawing from 

literature in the history of medicine which problematizes public health's emphasis on 

mammography screening and the social and political consequences of this focus. I 

describe the breast health management of low-income and medically marginalized 

women within the paradigm of early detection, starting with a brief history of two 

federally funded programs: Medicaid and the Breast and Cervical Cancer Early Detection 

and Treatment programs. I describe the implementation of these, and other public and 

private safety-net programs, at the local level.  Finally, I offer a discussion about the 

immigration policy context within which this research took place, detailing the effects of 

these policies on health and access to health care.  
                                                            
40 As of this writing, many professional organizations, such as the American Congress of Obstetricians and 
Gynecologists, recommend mammograms for women starting at age 40. These are the clinical guidelines 
followed by most health care providers and by insurance companies. However, this recommendation is not 
promoted by all official institutions in the U.S. The U.S. Preventive Task Force changed its 
recommendations in 2009 to biennial mammography for all women over the age of 50, causing a great deal 
of controversy.  
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"Early is the Watchword for Cancer Control"41: Setting up public health structures 
to increase access to cancer screening technologies 
 
 While there was public health attention to the early detection of breast cancer 

throughout much of the twentieth century, much of the current funding and public interest 

in early detetion are the result of advocacy groups that gained momentum in the mid-

1980s and early 1990s in the United States.42 Taking inspiration from AIDS activists who 

won visible successes during this period, breast cancer advocates drew attention to the 

relative lack of federal funding for breast cancer research and called for greater 

involvement of "survivors" in allocating funds, which brought a great deal of political 

and social attention to the disease (Stabiner 1997). These advocates also followed the 

lead of the women's health movement by questioning biomedicine's expertise, and 

pushing for new types of procedures for managing the disease, such as breast conserving 

surgery versus mastectomy (Leopold 1999). Certainly, as many histories of the disease 

note, journalist and advocate Rose Kushner's (Kushner 1975) widely read breast cancer 

memoir/investigative report brought attention to the disease, as well. These advocacy 

groups were part of an assemblage of interested actors from government bodies, bench 

and clinical scientists, non-governmental organizations, and individual patients moving 

the breast cancer agenda throughout much of the twentieth century (Aronowitz 2007; 

Gardner 2006; Lerner 2001). 
                                                            
41 This is a slogan from a 1938 Works Progress Administration poster (Gardner 2006). 
 
42 My history of the breast cancer movement will be necessarily cursory and focused on the late twentieth 
century, as it is my goal in this discussion to highlight the multiple actors and policies that shape access to 
health care in the United States. For further information on the history of breast cancer advocacy in the 
United States, see The Biopolitics of Breast Cancer: Changing Cultures of Disease and Activism (Klawiter 
2008), The Breast Cancer Wars: Hope, Fear, and the Pursuit of a Cure in Twentieth Century America 
(Lerner 2001), A Darker Ribbon: Breast Cancer, Women, and their Doctors in the Twentieth Century 
(Leopold 1999), To Dance with the Devil: The New War on Breast Cancer (Stabiner 1997), Early 
Detection: Women, Cancer, and Awareness Campaigns in the Twentieth Century United States (Gardner 
2006) among others.  
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 A strong trend in cancer control was the move toward early detection in managing 

breast cancer. Various actors took part in this trend. While their interests differed, 

collectively they produced cultural ideas, transformed behaviors, and established 

infrastructures supporting early detection (Wailoo 2011). As early as 1906, clinicians 

advocated early detection (Aronowitz 2007). Organizations such as the American Society 

for the Control of Cancer (later, the American Cancer Society) took up the task of 

educating women about "not delay[ing]" a visit to the doctor in the event of a suspicious 

sign. Historian Robert Aronowitz argues that this approach to disease management 

effectively placed the responsibility for cancer detection on women themselves (and men, 

in those rare events of male breast cancer).  At the same time, women were enlisted in 

educating their peers about early detection. Organizations like the Women's Field Army 

(associated with the American Society for the Control of Cancer) "advanced a female-

centered dialogue about cancer awareness and recruited women throughout the nation to 

participate in its goal of teaching the public about cancer warning signs" (Gardner 

2006:54).43   

 While breast x-rays had been used since the 1930s for diagnosing breast cancer, it 

was the United States Public Health Service's (USPHS) investment in radiology research 

during the 1960s that enabled the government to substantially increase mammography's 

possibilities as a screening method (Aronowitz 2007). Through the efforts of several 

scientist activists inside and outside government, radiologists were taught to use breast x-

rays to detect and diagnose breast cancer and a pilot study was conducted. When the 1971 

National Cancer Act increased government allocations to the National Cancer Institute 
                                                            
43 Other historians downplay "female-centered dialogue" in the Women's Field Army's efforts to spread the 
word about early detection,  arguing that these campaigns reveal the hand of paternalistic biomedical 
authority (Leopold 1999). 
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(NCI) for research, the NCI and the American Cancer Society (ACS) implemented a 

nationwide mammography demonstration called Breast Cancer Detection and 

Demonstration Projects (BCDDP).44 With the infrastructure and the education in place, 

the projects were able to demonstrate the utility of mammography. Critics of the 

BCDDP's approach argued that it should have tested mammography's effectiveness in 

reducing cancer mortality before implementing large-scale screening programs (Lerner 

2001).  

 The controversy surrounding mammography did not end with the BCDDP. It has 

remained a controversial issue, shaped by patient advocates, professional interests, and 

political ambition. Barron Lerner (2001) argues that mammography is an appealing 

technology for organizations such as the American Cancer Society, which emphasizes 

early detection in cancer management. As a result, scientific findings that call into 

question mammography's effectiveness for reducing mortality often come into conflict 

with an organizational emphasis on early detection and women's personal experience 

with cancer. For instance, in 1997 an NCI consensus conference changed screening 

guidelines to reflect findings that mammography has little benefit for women under 50. 

The scientists at the conference came up against protest from the ACS and women 

members of congress. And, more recently in 2009, when the U.S. Preventive Services 

Task Force revised its guidelines to advise against routine screening of women under age 

50, there was a strong response from women living with breast cancer and from 

                                                            
44 The BCDDP was not without its critics who questioned the wisdom of exposing non-symptomatic 
women to radiation, highlighted the unnecessary "mutilation" of women who received false positives, and 
pointed out the NCI and the ACS's interest in pushing mammography over other approaches to 
management (Aronowitz 2007; Lerner 2001). 
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professional organizations, such as the American College of Radiology (2009).45 As well, 

feminist cancer organizations, such as Breast Cancer Action are critical of the early 

detection through mammography mantra, hosting educational events such as "The 

Oversimplification of Early Detection: Screening Mammography and Breast Cancer 

Overdiagnosis" in March 2013.46  The debate over standards in mammography use is not 

solely a contest over the interpretation of science: These standards structure patients' 

access to screening since they can determine reimbursements for public and private 

insurance enrollees.47 

 Despite these debates, many public policies related to breast cancer remain 

focused on early detection through regular screening. The Breast and Cervical Cancer 

Mortality Prevention Act of 1990 allocated funds for the Centers for Disease Control and 

Prevention to establish the National Breast and Cervical Cancer Early Detection Program 

(NBCCEDP) in 1991. The program funds a network of sites charged with providing 

clinical breast exam, screening mammography, and diagnosis of "women from low-

income, uninsured and underinsured, and ethnic or racial minority groups" (Ryerson, et 

al. 2002) in all 50 states and in sovereign Native American nations. Because NBCCEDP 

provided low- or no-cost screening and diagnosis but no treatment, the US Congress 
                                                            
45 The American College of Radiology sponsors a web site to encourage women to begin receiving annual 
mammograms at age 40 (http://www.mammographysaveslives.org/). 
46 During this webinar, speakers made distinctions between the different types of "cancers" some of which 
might not develop into life-threatening masses. Using animal metaphors for slow growing cancers (turtles) 
and cancers in  "hibernation" (bears), they critiqued current screening and diagnostic methods as not up to 
the task of assessing the type of tumor (e.g. bear or turtle) before initiating therapy. They argued that 
women are being over-treated and challenged the "old way of thinking about breast cancer as a progressive 
disease that gets more deadly over time."  
 
47 The USPSTF's 2009  recommendations led to a flurry of concern that publicly funded insurance 
programs, like Medicare and Medicaid, and insurance policies purchased through the Affordable Care Act's 
marketplaces would not fund annual mammography. In response, the Department of Health and Human 
Services announced that their mammography policy—annual screening beginning at age 40—would not 
change (Sack and Kolata 2009). 
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passed the Breast and Cervical Cancer Prevention and Treatment Act in 2000 in response 

to public pressure. The act enabled states to offer cancer treatment through their Medicaid 

programs.48 I discuss this program at length below.   

"Keeping America Healthy": Medicaid 

 Medicaid is called AHCCCS (pronounced: Access) in the state of Arizona. 

AHCCCS is the acronym for Arizona Health Care Cost Containment System. While most 

states implemented Medicaid programs by 1970, Arizona established its program in 

1982, being the last state to do so (Engel 2006). Medicaid is one component in a suite of 

anti-poverty programs signed into law by President Johnson under the Social Security 

Act of 1965, along with Medicare. It committed matching Federal funds to any state that 

wanted to establish charity medical care. Unlike its fraternal twin, Medicare, Medicaid 

was administratively handled as welfare instead of medical care because it was managed 

by the same offices that control other government-funded social programs, such as 

general assistance or the Supplemental Nutrition Assistance Program (SNAP or “food 

stamps"). As such, Medicaid's administrative position in the suite of welfare programs 

meant that recipients were subject to income guidelines that excluded much of the 

working poor, while providing health care only for the severely impoverished (Engel 

2006). Hence, there have been ongoing questions about its effectiveness as a program to 

increase access to health care.  

                                                            
48 Since the National Cancer Act expanded the National Cancer Institute (NCI) in 1970, there has been an 
emphasis on network approaches to cancer control. In 1973, the NCI established breast cancer networks of 
hospitals and providers responsible for disseminating cancer management technologies. An evaluation of 
these breast cancer networks acknowledged that they served a political purpose as well: "After 1971, cancer 
control programming was driven by the politically attractive goal of ensuring all citizens equal benefit of 
modern diagnostic and therapeutic services regardless of income, place of residence, or where they initiated 
care....As a political statement, the breast cancer network demonstrations are a visible manifestation of that 
intention"(Kane, et al. 1981:38-39). The political statement came out of a broader policy initiative to 
disseminate "'modern medical management' for breast cancer."  
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 Medicaid has been a site of ongoing struggle around cost containment, personal 

responsibility, and worthiness since it was signed into law. In his history of the Medicaid 

program, Jonathan Engel (2006) notes that a number of presidential administrations have 

attempted to reform the system, with often deleterious effects on other components of the 

safety net. For example, when cost-containment efforts lead to more restrictive Medicaid 

eligibility, underfunded and overcrowded public hospitals take care of the patients who 

have lost their Medicaid coverage. Engel argues that the strain on the system results from 

the program's commitment to a market-based model and, ultimately, negatively affects 

medical care for the needy.  

 Qualifying for Medicaid requires the production of certain documentation, 

including proof of income and assets and evidence of citizenship status. Because the 

documentation burden  is great for safety net programs, many local organizations that 

help people apply for Medicaid provide them with a checklist to help them organize and 

present the evidence (see figure 2). Applicants must present pay stubs or tax returns to 

prove earned income and items like auto titles and bank statements in order to document 

assets. In establishing one’s citizenship status for the Medicaid program, it is necessary to 

produce an original birth certificate, an original passport, proof of "alien status," or a 

naturalization certificate. At the time this research took place, Medicaid-eligible people 

had (earned or unearned) incomes at or below the Federal Poverty Line (FPL), which in 

2011 was $903 per month for one person.49 Because of advocates who pushed for 

                                                            
49 In some states, Medicaid recipients do not include child-free adults, as the program was historically 
conceived as a welfare program for "widows and orphans." However, Arizona was one of the states that 
provided Medicaid coverage to adults without children, provided they met the income guidelines. From 
2011 until 2013, the provision of AHCCCS coverage to "childless adults" was rescinded due to state budget 
cuts. When Arizona implemented the Affordable Care Act in January 2014, following ACA guidelines, all 
adults up to 133% of FPL were extended AHCCCS coverage.  
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expanded screening, diagnosis, and treatment for uninsured women, people who qualify 

for  Medicaid after a breast cancer diagnosis through the national BCCEDP could have 

incomes up to 250% FPL, or $2,256 per month for one person. (I discuss BCCEDP below 

in greater detail.)  
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Figure 2. A checklist for patients, prepared by one of the clinics at my field site 
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Immigrants and Medicaid 

 The Clinton Administration's welfare reform act of 1996 (The Personal 

Responsibility and Work Opportunity Reconciliation Act or PRWORA) revised 

eligibility criteria for programs like Medicaid. Lisa Soon-Hee Park (2011) notes that 

PRWORA restricted benefits for legally present immigrants by creating categories of 

eligibility according to length of time in the United States. Those who resided in the U.S. 

prior to the law's passage retained their status for many welfare programs50; however, 

lawfully present immigrants arriving after 1996 became required to wait five years before 

receiving public benefits, with the exception of refugees who could receive them 

immediately upon arrival.  

 The Act reduced the Medicaid population in many states, effectively excluding 

U.S. citizens, documented immigrants, and people of color, in particular (Cohen Ross 

2007; Park 2011). U.S. citizens and documented immigrants became subject to new 

versions of "public charge" policies,51 as PRWORA created information sharing 

protocols between  public benefit programs and the Immigration and Naturalization 

Service (INS, currently Immigration and Customs Enforcement). PRWORA required the 

INS to ensure family sponsors would be held financially responsible if an immigrant 

applicant used certain public benefits, such as cash assistance and Medicaid long-term 

care. Moreover, periodic mistakes in INS and U.S. Department of Health Services 

communication has led to regular Medicaid being considered in public charge 

                                                            
50 Individual states have latitude in implementing the mandate. For instance, states were able to limit cash 
assistance and Medicaid for immigrants who had arrived prior to 1996, if they chose to do so. 
 
51 "Public charge" policies allow immigrants to be deported or for applications for citizenship to be rejected  
for becoming a "burden" on the welfare system.  
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determinations. As a result, immigrant trust in Medicaid eroded as fear of becoming a 

public charge increased (Park 2011).  

 There was and continues to be state variation in the implementation of social 

welfare programs. The Federal government sets the basic guidelines for the use of its 

funding, but state and local governments are free to offer additional benefits funded by 

local coffers. For example, Arizona's neighbor, California, uses state funds to provide 

public insurance to lawfully present immigrants who have not passed the five year mark. 

Moreover, individual counties and cities may provide coverage to particular groups 

regardless of immigration status, such as San Francisco's Healthy Kids program, which 

offers subsidized insurance for kids up to age 18.  However, these local initiatives, like 

Federal benefits programs, are subject to budget cuts that have an effect on patient access. 

The Arizona Primary Care Program, a statewide initiative partly supported by tobacco 

taxes, provided health care to all uninsured people through community health clinics until 

2010, when the funds were re-allocated to fill budget gaps (Rough 2010).  

 AHCCCS, too, occasionally undergoes challenges from the state legislature that 

not only serve to substantively change individual documented citizens’ rights to benefits, 

but that symbolically restrict access for non-citizens as well. House Bill 2008, for 

instance, was implemented in November 2009.  HB 2008 mandates that workers within 

the state welfare department, which administers benefit programs such as AHCCCS, 

report individuals they know to be undocumented. While caseworkers are penalized with 

incarceration and a fine if they do not report, ultimately, this law penalized economically 

and medically needy individuals—including citizen children of undocumented parents—

by symbolically and materially restricting access to health care.  
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Local approaches to care for medically marginalized patients 

 It is likely that the management of vulnerable and medically marginalized women 

in Southern Arizona reflects similar approaches taken throughout the United States, with 

some tailoring to local economic and political conditions, populations, and illness 

burdens. An Institute of Medicine report (2000) on the health care safety net in the U.S. 

points out that the “system” of care for low-income and uninsured patients is a patchwork 

of often informal, local relationships. The authors define the safety net as “providers that 

organize and deliver a significant level of health care and other related services to 

uninsured, Medicaid, and other vulnerable patients” (2000:3). The safety net in Southern 

Arizona where this research took place is primarily composed of a large public hospital 

and academic medical center, a federally qualified health care center, a variety of small 

community clinics, and individual providers with a history of pro bono care. Pro bono 

care may be provided as a one-time favor to a person in one’s referral network or it may 

be part of a more formal structure of patient care for the uninsured. For instance, before 

the Breast and Cervical Cancer Treatment Program was established to funnel women who 

were diagnosed with breast cancer into AHCCCS/Medicaid treatment, a local task force 

put together a network of 25-30 physicians who were willing to treat patients at no charge 

or for a reduced fee.52 During the time of this research, this network continued to be in 

use by women who did not qualify for Medicaid, due to income or immigration status.  

A complex policy environment: Piecing together the medical management of 
marginalized patients 

 Uninsured and publicly insured women receive breast cancer screening in several 

ways: 1) out-of-pocket payment, including discounted mammography at community 

                                                            
52 I discuss this pro bono care in greater detail in chapter 4.   
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health clinics; 2) through an AHCCCS health insurance policy; and 3) through the 

National Breast and Cervical Cancer Early Detection Program (NBCCEDP), also known 

as Well Woman HealthCheck in Arizona. Many Community Health Workers/Promotoras 

de Salud at community clinics and in public health departments are charged with 

promoting Well Woman through health fairs and other community events. In Table 5, I 

list national, state, county, and local programs directly related to breast cancer screening, 

diagnosis, treatment, and survivorship care (including side-effects due to treatment).53 

Table 5. Local public and private programs used by women for screening, diagnosis, 
and treatment of breast cancer 

Program Benefits Eligibility Method of 
application 

AHCCCS --publicly funded 
(federal and state) health 
insurance 
--variety of managed 
care plans from which to 
choose 
 

--people who are not 
otherwise insured and 
earn up to 100% of FPL* 
--must be a U.S. citizen 
or be a legal resident of 
the U.S. for at least five 
years 
--from July 2011 through 
December 2013: 
beneficiaries could not 
be child-free adults* 

--through the 
Department of 
Economic Security, 
which administers 
federally funded 
welfare programs  
--many community 
health centers will 
help patients apply 

Breast and Cervical 
Cancer Treatment 
Program (BCCTP) 

--full AHCCCS plan 
benefits (not only breast 
cancer treatment) 
--publicly funded 
(federal and state) health 
insurance 

--women 100-250% of 
FPL who are uninsured 
or underinsured and 
diagnosed through Well 
Woman** 
-- must be a U.S. citizen 
or resident eligible for 
Medicaid 

--often through the 
Well Woman clinic 
--documentation is 
submitted to the 
Department of 
Economic Security, 
which then 
determines eligibility  

Community Health 
Centers, such as Mercy 
and Saguaro 

--primary care  
--some specialist care, 
such as mammography 

--sliding scale based on 
income  
--no citizenship 
requirements 

--at the center, which 
determines eligibility 

  

                                                            
53 In addition to the programs listed here, there are many nonprofit organizations that may provide 
assistance with medical bills or subsidize supportive care, such as house cleaning, for people who are living 
with cancer. In Table 5, I list the programs most often referenced by my patient and provider interlocutors. 
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County Medical Access 
(CMA) 

Discount program for 
medical services 
--patients pay a 
percentage of Medicare 
Allowable cost 
-- not all providers 
accept it 
 

--income levels from 
100% to  250% of FPL 
--must have proof of 
income or be legally 
married to someone who 
does 
--$40 per year fee 
--no citizenship 
requirements  

--through community 
health centers  

Various county and state 
medication discount cards  

Discount on 
prescriptions 

--live in Arizona 
--generally there are no 
income guidelines 

--apply online or by 
phone 
--pick up applications 
at community health 
centers 

Pharmaceutical company 
medication assistance 
programs 

Subsidized medications, 
particularly 
chemotherapy 

--uninsured or 
underinsured patients 
--generally must have a 
social security number 
and be an authorized 
U.S. resident 
--cannot exceed income 
guidelines  

--apply through the 
clinic/medical center 
--Desert Cancer 
Center retained a staff 
person responsible for 
helping with "drug 
replacement" appeals 

National Breast Cancer 
Foundation Treatment 
Funds 

--supplemental funding 
to help pay for treatment 
--funding is often 
combined with other 
programs, such as 
County Medical Access 
or medication programs 

--women who are 
uninsured or 
underinsured and unable 
to pay for medical bills 
--no citizenship 
requirements 
 

--apply through 
Mercy Clinic, 
administrator of the 
funds 

Well Woman 
HealthCheck (funded by 
the National Breast and 
Cervical Cancer Early 
Detection Program) 

Free or reduced cost 
screening and diagnostic 
testing, in the event of an 
abnormal screen 

--women with incomes 
100-250% of FPL who 
are uninsured or 
underinsured 
--no citizenship 
requirements 

--apply through one 
of the Well Woman 
sites, including 
county health 
departments and 
community clinics 
--health 
educators/promotoras 
often recruit women 
for Well Women 
HealthCheck 

*With the adoption of the Affordable Care Act in January 2014, eligibility criteria changed: All adult 
applicants who earned 133% of FPL qualified for AHCCCS. 
 
**Arizona legislation in August 2012 changed this guideline so that all uninsured women diagnosed with 
breast or cervical cancer—not just those diagnosed through Well Woman HealthCheck—might qualify for 
AHCCCS plans that pay for treatment. 
 

As indicated in Table 5, if an uninsured/underinsured low-income woman is diagnosed 

with breast cancer through Well Woman and she is a U.S. citizen or a qualified 

immigrant, she would qualify for the Breast and Cervical Cancer Treatment Program 
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(BCCTP)  that enrolls her in a full AHCCCS policy and which pays for cancer or any 

other treatment. Before state legislative changes in 2012 that opened AHCCCS coverage 

to all women diagnosed with breast cancer, if a woman was not diagnosed through the 

Well Woman program, she would not qualify for BCCTP. In such a case, her clinic 

generally screened her to determine if she qualified for AHCCCS. If she was not 

diagnosed through Well Woman and does not qualify for BCCTP/AHCCCS, she would 

likely pay out of pocket, try and piece together charity funds, pursue free/low-cost care, 

or, if she is a Mexican National, return to Mexico for medical care. (See figure 3 for a 

flow chart illustrating the possible medical management paths for these patients.) 

Figure 3. Breast cancer screening, diagnosis, and treatment via BCCEDP/Well 
Woman in Southern Arizona 
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 Citizen or other qualified immigrant women who are diagnosed through Well 

Woman receive a full AHCCCS insurance policy, which provides coverage for cancer 

treatment, while non-citizen women may need to travel long distances for care or wait for 

donations to initiate and pay for treatment. According to a professional in the Arizona 

Department of Public Health, Arizona's Well Woman program has been very effective, 

meeting and often exceeding, the outcomes as defined by the Centers for Disease 

Control, which run the national program. One of the measures of success includes getting 

women from diagnosis to treatment in less than or equal to 60 days, which, in 2010, 

Arizona's program did in more than 80% of all cases.  

 In Southern Arizona, many health care providers for the underserved counsel 

Mexican women diagnosed with cancer, who do not have insurance or legal status, to go 

to Northern Mexico for care. But these women are also made aware of the possibility of 

receiving funds for breast cancer treatment from the Breast Cancer Foundation Treatment 

Fund, which would allow them to stay home with their families. Waiting for the 

Foundation's funds to become available often results in a long wait for treatment, a 

process that I explore from the provider's perspective in chapter four and from the 

patient's perspective in chapter five. 

Local immigration enforcement policies' effects on immigrant health 

 I began this dissertation research within a year after the passage of Senate Bill 

1070 in Arizona, which required law enforcement to determine a person's legal status if 

the officer reasonably suspects that the person is not authorized to be in the U.S. SB1070 

was only one of several anti-immigrant laws passed in 2009 and 2010, which also 

included the prohibition of ethnic studies programs in high schools, the requirement of 
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Department of Economic Security employees to report those who disclose their 

unauthorized status (HB2008), and the tracking of undocumented students by Arizona 

school districts (Armin and Reineke 2010). As discussed above, these laws affected 

undocumented individuals' willingness to interact with authorities—including health care 

providers—in Southern Arizona.  

 Scholars have argued that Arizona's general climate of fear, nurtured by 

sensationalistic media coverage and opportunistic politicians, results in xenophobic anti-

immigrant legislation and increased law enforcement and military intervention, often in 

communities of color (Altheide and Johnson 2011). For example, Arizona's government 

representatives frequently request additional military personnel and surveillance 

technology for the Arizona-Mexico border. Despite a steady increase in military 

surveillance technologies and "boots on the ground" at the Southwest border since 2001 

(U.S. Department of Homeland Security 2013), Arizona's governor at the time of this 

study, Jan Brewer, has argued that there has been little improvement, and she implored 

the Federal government to "secure" the border (Collom 2013). Meanwhile, Barak 

Obama's Presidential Administration has been criticized for deporting more unauthorized 

immigrants than its predecessors (e.g. Shear 2013).  

 The local immigrant policy environment—the "context of reception"—can affect 

both authorized and unauthorized immigrant health and well-being (Acevedo-Garcia, et 

al. 2012) by circumscribing access to services that produce good health or by cultivating 

stress due to discrimination. Public health researchers have documented the experience of 

mistreatment in lawfully present and undocumented Latinos within the militarized border 

communities in Southern Arizona (Sabo, et al. 2014). In testing a social stress and health 
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scale in the Arizona-Mexico border region, Scott Carvajal and colleagues (2012) found 

an association between reports of intense stress due to discrimination  and poor mental 

and physical health. While the ethnographic context in Southern Arizona shapes 

individuals' and communities' health care opportunities and limitations, many of these 

concerns are relevant in immigrant communities throughout the nation.  

 According to Mae M. Ngai, undocumented immigrants, in particular, "are at once 

welcome and unwelcome: they are woven into the economic fabric of the nation, but as 

labor that is cheap and disposable" (2004:2). Anthropologists have noted the 

simultaneous inclusion and exclusion of undocumented immigrants in the U.S. and in 

France, in particular, noting how this status negatively affects their sense of themselves 

(Duke 2011; Green 2011; Quesada 2011) and exacts violence on their bodies  (Fassin 

2005; Smith-Nonini 2011; Ticktin 2006; Ticktin 2011). State processes of 

inclusion/exclusion turn immigrants into "nobodies" (Green 2011) and produce people 

who are undeserving of the same rights that are conferred on citizens of the receiving 

country (Fassin 2005). As a result, public welfare policies in the U.S. are often a site of 

contention around just such inclusion and reinforcement of exclusion, as in the case of 

PRWORA (welfare reform) described above. Recent U.S. health reform—the Affordable 

Care Act—continues this trend.   

Ethnography  in a climate of ongoing policy change: The Affordable Care Act 

 The Affordable Care Act (ACA) “universalized” the public-private model so that 

many citizens and permanent residents of the United States have some version of public 

or private insurance as of 2014. Guidelines for Medicaid qualification under the ACA 

open up public insurance to all adults who earn no more than 138% of FPL, but as 
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discussed above, only 25 states opted in to Medicaid expansion (Centers for Medicaid 

and Medicare Services 2014). People who earn up to 400% of the FPL can receive 

subsidies and tax credits for purchasing private health insurance policies for themselves 

and/or their families. Those who "choose" not to purchase insurance are subject to a fine, 

unless they can prove that a reasonably priced insurance option is not available to them. 

 In this climate of health reform, it's important to consider how historically 

marginalized populations in the U.S. will fare under the ACA. Evidence suggests that 

undocumented immigrants will be the greatest pool of uninsured after ACA 

implementation (Zuckerman, et al. 2011). Women may be particularly affected, suffering 

under the multiple oppressions of race, class, gender, and documentation status (Johnson 

1995). Non-citizen permanent residents maintain their liminal status within the public 

health system: Under the ACA they will still be required to wait five years for Medicaid 

eligibility, unless particular states decide to extend benefits to them (National 

Immigration Law Center 2010).  

Summary: The more policies change, the more they remain the same 

 This discussion of the complex policies and programs shaping the health 

experiences of uninsured, publicly insured, and non-citizen women provides the 

framework for understanding the ethnographic stories in the following chapters. In this 

chapter, I have demonstrated that the public health focus on screening for breast cancer 

has structured institutions and policies so as to streamline medical management, while 

obscuring alternative ideas about disease and ignoring major gaps in access.  In briefly 

outlining the histories of health and welfare policies, I have tried to illustrate their 

transformation over time, as well as their simultaneous rigidity and flexibility. While 
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Federal funding may determine the basic outlines of public programs like Medicaid, local 

politics and people shape their implementation. It is a "patchwork" of local and national, 

public and private initiatives that provide opportunities for and barriers to cancer 

management among structurally vulnerable women in Southern Arizona. Moreover, 

health-focused policy implementation becomes inflected by  immigration policies, thus 

affecting the health and well-being of non-citizens, whether undocumented or permanent 

resident.   

 Policies are in a constant state of revision, whether formally or informally. 

Perhaps in recognition of the necessary flexibility of public health programs as political 

policies shift, the head of Arizona's Cancer Control program commented in a public 

presentation, "Be prepared for change." Her talk focused on cancer screening programs 

like Well Woman HealthCheck, which have centered on providing services to uninsured 

and underinsured people. She noted that there is no evidence the uninsured will disappear 

with the implementation of the ACA. She dismissed the curious inquiries of people who 

stop by her office to ask what will happen to her cancer screening programs, 

commenting, "the issue of uninsurance remains."  

 In the next chapter, I explore the work licensed and unlicensed clinical staff do to 

shepherd structurally vulnerable women through cancer screening, diagnosis, and 

treatment. I focus on the distribution of this work in the clinic, and emphasize its 

gendered qualities. Moreover, in documenting how determinations of eligibility for 

programs are made, I point to the ways in which staff reproduce ideas about 

"deservingness" in the clinic.  
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CHAPTER FOUR—THE PRIVATIZATION AND DISTRIBUTION OF CARE 
WORK 

 
"Carework can be thought of as the glue that holds societies together. Like glue, 
carework often is transparent, and serves its supportive function largely hidden from 
view....We are consistently struck by the contradiction that carework is both vital for 
society and at the same time overlooked, invisible, and devalued." Zimmerman et al., 
Global Dimensions of Gender and Carework, pp. 369-370 

 One spring afternoon during the lunch hour, I convened a focus group of five 

patient services staff at Mercy Clinic, a primary care sliding scale clinic that serves 

uninsured patients and administers charity funds for breast cancer care. Many of the 

women worked in "registration," where they qualified patients for the clinic's sliding 

scale and examined patients' paperwork to determine their eligibility for a variety of 

public programs. With little time to talk in this busy clinic environment, I had brought 

sandwiches and drinks for the women, who helped themselves as they sat down for our 

lunch meeting. Although I had explained my research to them when we began our formal 

discussion, the women seemed unsure how to answer my questions, which were 

intentionally broad and open to interpretation, but centered on the work they do every 

day. While the women were not focused on cancer patients, I knew that their experiences 

would speak to broader issues relating to the use of public and private programs by 

people in need of medical care.  

 If the women seemed initially reticent, unsure about why a researcher studying 

low-income women living with breast cancer wanted to buy them lunch and hear about 

their mundane work processes, they opened up when I asked them for their thoughts on 

barriers to people maintaining AHCCCS eligibility. Several women commented on the 

difficulties of mixed-status families, noting that when U.S. citizen children of 

undocumented parents have AHCCCS coverage, it becomes impossible for their parents 
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to qualify for County Medical Access (CMA), a discount program for medical services. 

Since the CMA requires proof of an income from 100% to 250% of Federal poverty line 

(FPL)—a limit which is higher than AHCCCS guidelines—presenting this information to 

a staff person at Mercy requires that they review and revise the person's income 

information known to the state. If they do, the parents may gain CMA but their children 

will lose their public insurance policies. This puts the parents in a bind, requiring them to 

prioritize their own health care over their children's insurance coverage. According to the 

women in the group, however, it also puts staff in a bind, as they feel compelled to act 

ethically in determining patients' eligibility for clinic and state programs, while also 

managing parents' frustration with the process.  

 The women in the group used the familiar  jargon of their occupational roles, 

referring to a patient as "a level one" or "a level two" and explaining to me that a level 

one patient has an income equivalent to a Medicaid/AHCCCS recipient. Many of their 

patients, however, are undocumented immigrants, so they do not qualify for AHCCCS, 

and instead pay sliding scale "level one" fees at the clinic. The interaction of the clinic's 

sliding scale with County Medical Access (CMA) eligibility criteria (roughly, "level 

two") can present a problem for the patient, when making herself eligible for CMA 

increases the cost of her primary care at Mercy clinic. Yet, the women described patients 

who were willing to sacrifice their "level one" status at the clinic by asking their 

employers for a new letter listing a higher income so that they might qualify for CMA-

subsidized specialist care.54  

                                                            
54 Presumably, CMA requires a higher income because it is intended for people who do not qualify for 
AHCCCS due to income. Also, as a discount program only, CMA requires patients be able to pay a portion 
of their health care costs.  
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 Staff assist patients in negotiating these binds when they can, but I detected an 

awareness that their ministrations were small mercies in the context of broader social 

injustice. After much conversation about the clinic's approach to managing county and 

state programs, I asked "Have you ever been frustrated because you couldn't help a 

patient?" To this, I heard a unanimous groan and resounding, "Yes!" Suzanne Gonzales 

commented, "Oh it hurts!" Clara Delgado exclaimed, "You feel so bad!" Then, Julieta 

Campos offered,  

Just yesterday, I had a patient. He really needed the prescription assistance 
because he had [a variety of] problems-- he had like 8 prescriptions. And I 
couldn’t help him because he was using a fake social security number and 
name to work. Because [prescription assistance] is government funds, I 
couldn’t help him.  
 
JA: So he has to pay out of pocket? 
 
Ms. Campos: We have a list of medications that he can get for $4. So I 
tried to do that…I think four out of the eight were covered there. Then, the 
other four, he can go through a program that Walgreens has that allows 
you to pay $20 [fee] and you get a big discount. He was really happy after 
he left. So, the eight prescriptions would cost maybe $500 [without these 
discounts] but he would end up paying less than $100 [with the discounts].  
 
JA: So you were able to help him.  
 
Ms. Campos: Well yes, but I felt bad because we couldn’t help him.  

 

I was puzzled by Ms. Campos's claim that "we couldn't help him," by which she seemed 

to mean that the patient would need to visit two pharmacies and piece together programs 

to make his medications affordable, rather than having the prescription assistance 

program pay for the medications. While her knowledge of available programs and clever 

researching seemed to help this patient, she began and ended her telling of the story by 

minimizing the assistance she and the clinic provided the man, perhaps because he had 
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not yet returned to provide assurance that he had purchased all of the necessary 

medications. In the group's response to my question and in Ms. Campos's anecdote, I 

detected the sense that whatever the staff do to help, it is not perceived to be enough, 

particularly for their undocumented patients.  

 In the stories these women shared with me, it is possible to see the binds in which 

low-income and, particularly, undocumented patients may find themselves; however, it is 

also possible to see the binds in which staff and providers may find themselves as they 

work with structurally vulnerable patients. Importantly, I want to highlight the 

ambivalent way in which Ms. Campos discusses her care work, which seems to reflect 

the limits to assisting a group of patients suffering from social exclusion due to 

citizenship status. In doing so, I hope to shed light on a broader concern of this 

dissertation: The role of compassion in producing a "limited humanity" (Ticktin 2006; 

Ticktin 2011) through somewhat arbitrary attention to "bare life" (Ticktin following 

Agamben 1998) in the form of serious illness, cancer. In this sense, compassion is a form 

of governance that brings order to populations (Fassin 2005), constructing belonging and 

human worth. Moreover, I highlight the social and institutional devaluing of this care-

work through bureaucratic processes that "privatize" the work, making much of it 

invisible. I address the moral dimensions of this invisibility within a health care logic that 

views care not as a right but as a choice.  In doing so, I hope to set the stage for the 

following chapters in which I discuss the experiences of women living with breast cancer 

in more detail.   
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 Conceptualizing the Work of Care 

 This chapter, and more broadly this dissertation, starts from the assumption that 

health care does not consist of purely biomedical interventions. I foreground the care 

work of people who bring patients into the health care system and engage with them in 

the processes of health care seeking, such as helping them manage bills or connecting 

them with social services, as well as those who provide direct medical services. Building 

on theory that recognizes care is a process in which "many hands" take part (Mol 2008), I 

also draw from foundational research on the social organization of chronic disease 

management in the clinic (Strauss, et al. 1985). In their analysis of the social organization 

of medical work, Anselm Strauss and his colleagues (1985) noted the interaction between 

various types of work and workers in the clinic and their influence on patients' illness 

trajectories. Most importantly, the authors' attention to the contexts within which this 

work takes place may offer insight into the divisions of labor and the relative value and 

visibility of particular tasks and skills (Star and Strauss 1999).    

 In examining this care work, I look at the moral economy that produces  particular 

types of work as invisible and patients as deserving or undeserving. As Strauss and 

colleagues recognized, a patient's identity is influenced by her interactions with a network 

of health professionals. I focus on the production of subjects through taken-for-granted 

interactions, influenced by a patient's networks, which place expectations on her while 

they offer support that makes it possible for her to be a patient. I examine several "lines 

of action," some of which were defined by Strauss and colleagues. I look at the work 

medical staff of all kinds do to create articulations, connecting patients to the medical 

and social resources to facilitate medical management. Articulation work resists 
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rationalizing work processes (Star and Strauss 1999; Strauss, et al. 1985) and instead 

centers on patients' specific needs and "working the system" on behalf of those needs. I 

address the role of volunteerism in offering medical therapy to patients who cannot 

qualify for publicly funded insurance. And, finally, I examine the role of sentiment in 

providing patient support and a necessary "soft touch" for institutional payment 

structures. I explore how this labor is divided according to professional role, while 

acknowledging these forms of work intersect with each other and often cross professional 

boundaries.    

Feminized care work  

 Examining the work of a wide variety of health care providers offers a glimpse 

into  uncompensated and unrecognized practices that reproduce inequality in society.55 I 

argue that this work (re)produces the moral economy of consumer-based health care, 

which privileges privatized health care, personal responsibility for well-being, and a 

hierarchy of deserving patients. In the course of making this argument, I want to further 

an understanding of structurally vulnerable women's relationship to the neoliberal state 

by examining patients' direct or indirect interactions with staff who administer publicly 

funded health insurance or other programs. Moreover, I examine how the work of caring 

for vulnerable patients is a gendered process, undertaken by women staff whose 

structural position in the clinics gives them greater exposure to patient need and whose 

                                                            
55 I take inspiration from the concept of "shadow work" (Illich 1981), which helped me see how 
unrecognized and perhaps uncompensated work makes the consumption of medical treatment possible. 
Shadow work becomes a necessary contribution to the functioning of capitalist institutions, such as a 
market-based health care system, and is central to the moral economy of market-based health care for 
underserved/marginalized patients. 
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social position (as women)  finds them in particular types of care work that require 

"feminine" skills, such as relating and feeling.56 

 Arlie Hochschild (2003) acknowledges the gendered components of care work, 

describing a care deficit emerging at the same time that social services in the U.S. shrink. 

Often the new demand for care is ignored, neglected or outsourced to historically 

marginalized women (Ehrenreich and Hochschild 2003). Hence, it is important to 

examine how women are mobilized in the technologies of health care management 

(Sandelowski 2000) and the effects of feminized work on the reproduction of inequality. 

 Nationwide, women are a growing and visible presence in medicine, making up 

50 percent of many medical schools (Jolliff, et al. 2012) and comprising a large 

percentage of the nation's nursing and paraprofessional medical staff. For example, 

according to a study conducted by the U.S. Department of Health and Human Services 

(2010), 90.4 percent of all employed registered nurses in the United States are women. A 

nationwide study of community health workers (including community health educators 

and promotoras) estimates that 81.6% are women and they may be paid or unpaid 

volunteers (US Department of Health and Human Services Health Resources and 

Services Administration 2007). Many of these professional and paraprofessional 

occupations are low-wage, low-status, and they have limited capacity to advocate for 

system transformation (George 2008). Moreover, as I argue next, the social responsibility 

for this care work is distributed in such a way that its physical, emotional, and financial 

risks are privatized and made invisible.  

                                                            
56 I need to acknowledge that my identification of the many women providers doing the care management 
for structurally vulnerable women with cancer was shaped by my own gender and by the fact that I studied 
a women's health concern. 
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Privatized care work 

 Privatization conventionally refers to the transfer of public services to private 

entities and the reconfiguration of the neoliberal state's responsibility for populations' 

well-being. This chapter also highlights how "organizing practices" (Smith 1990) of the 

state serve to "privatize" certain types of work so that they become invisible and 

unrecognized. Privatizing care work also individualizes the emotional, social, and 

financial risks involved in serving structurally vulnerable populations. Moreover, it 

distributes responsibility for certain types of care work along the lines of existing social 

hierarchies. The privatization of this work is an historically contingent process in the 

moral economy of a market-based health care system, in which the care for "underserved 

populations" is configured and naturalized in particular ways.  

 Care for the "underserved" in the U.S. has been assigned to the health safety net, 

which is composed of public hospitals, federally qualified  health centers,57 small 

community clinics, and local, often informal, networks of providers that have a history of 

offering services to the uninsured or publicly insured (Institute of Medicine 2000). Over 

the past 30 years, the health safety net in Arizona, and throughout the U.S., has 

undergone a series of privatizing changes with multiple effects on vulnerable systems, 

providers, and patients. Critics argue that privatization, and specifically the 

implementation of managed care programs, has transformed health care to emphasize 

profitability, thereby threatening the well-being of public hospitals and even those 

providers who offer charity care (Bindman, et al. 1998; Cunningham 1999; Cunningham, 

et al. 1999; Lewin and Altman 2000).  
                                                            
57 Federally Qualified Health Centers, legislatively established in 1965, were intended to be an important 
part of the safety net. Partially funded by  federal grants, they are expected to supplement their budgets 
through fees from insured patients and sliding scale clients (Adashi, et al. 2010). 
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 A type of health care financing that stands in contrast to fee-for-service, managed 

care plans try to contain costs and reduce inefficiencies by offering preventive care, 

encouraging competitive pricing, and setting up contracts with a network of doctors and 

requiring patients see these practitioners. Critics claim that this method of health care 

financing transfers state funds into privately run managed care organizations with a focus 

on profitability (Himmelstein and Woolhandler 2008). Concurrently, institutions that 

have historically received a portion of their operating costs from the state via Medicaid, 

such as public hospitals, end up performing lots of uncompensated care with reduced 

Medicaid funding to offset these costs. 

 Despite the trend toward managed care providers performing less charity care 

(Cunningham, et al. 1999), at the time of this research, there existed a network of 

specialists in Southern Arizona who provided pro bono or reduced cost care for 

uninsured women living with cancer. As I discuss further in chapter 5, these services 

were highly circumscribed and needed to be supplemented with out-of-pocket payments 

or charity funds via a large National Breast Cancer Foundation. In the next two sections, 

focused on articulation work and volunteerism, I discuss key individual and institutional 

relationships that were central to maintaining this network.  

Charity care: creating and maintaining connections through articulation work 

 The two community clinics where I conducted fieldwork maintain a network of 

publicly funded and private resources for referrals in the event that a patient needs 

specialist care for a concern, like cancer. Both Saguaro and Mercy are primary care 

clinics, focusing their services on preventive and wellness care, with some specialist care 

according to community health needs. As a federally funded organization with a number 
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of clinics in the region, Saguaro Clinic's services are more varied and extensive than 

those at Mercy. Mercy Clinic, however, administered the Breast Cancer Foundation 

treatment funds for uninsured women needing treatment; therefore, they receive referrals 

from Saguaro and other clinics in the area. Both Mercy and Saguaro recruit women into 

screening programs, such as the National Breast and Cervical Cancer Early Detection 

Program (NBCCEDP, as discussed in Chapter 3).  

 Judy Anderson, who directs Saguaro Clinic, was once the executive director of 

Mercy Clinic. In the late 1990s, when the Well Woman program covered screening and 

diagnosis and no treatment, she was part of an effort with Katherine O'Rourke at Mercy 

(introduced in chapter one) to assemble a network of 25 to 30 physicians from a number 

of hospitals who might be willing to provide pro bono or reduced charge cancer 

treatment. Ms. O'Rourke referred to this network as a “patchwork quilt.” Noting that 

most citizen women diagnosed through Well Woman qualify for the Breast and Cervical 

Cancer Treatment program (AHCCCS), which covers their treatment, she explained that 

she helps connect women who do not qualify for AHCCCS to the network that she 

helped put together.  

 Judy emphasized that this model of volunteerism works well with specialists 

because they can simply take care of their "part" and send the patient back to a generalist 

at Saguaro Clinic. When Judy calls on her contact, the contact then generates a network 

of colleagues who can assist with care. She commented that nobody wants to be the bad 

guy and say, “No, I can’t help with this.” However, she acknowledged that this volunteer 

network becomes increasingly precarious as doctors graduate from medical school with 

greater medical debt than in the past and they may not have the time to offer services for 
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free or reduced cost. Furthermore, she commented, other broader social changes have 

affected charity care: at one time, male physician volunteers had spouses who did not 

engage in paid work outside the home, so they had more time to volunteer at clinics such 

as Mercy.  

 While volunteer networks of oncology providers may provide pro bono and/or 

reduced cost care for Saguaro and Mercy Clinic, the clinics must do the follow-up with 

patients. Often a paid community health worker, or sometimes a social worker at Desert 

Cancer Center, will assist in coordinating community services and care. Women like Irma 

Gonzalez, who works for Saguaro Clinic as a promotora (community health worker), 

discussed with me her strategies for keeping track of patients and connecting them with 

community services. "I have a big binder and I keep adding to it every time I go to health 

fairs," she explained as she pulled it out of her bag and dropped it on the table in front of 

me. "I have stuff on domestic violence, clothing banks, CPS (child protective 

services)...We need to know about this stuff because we never know what they're 

[patients] are going to ask for." Furthermore, she explained, sometimes you learn about 

resources you never knew existed when somebody has a need you have not considered 

before, "So you learn as you go along!" Ms. Gonzalez's efforts connecting patients with 

community services often involved more than simply giving a woman a piece of paper 

containing a list of potential assistance. While she and the other promotoras try to 

"empower" women to seek the care they need, she conceded that empowerment has its 

limits, especially for Spanish-speaking clients: For example, she occasionally takes 

women to their mammography appointments and offers Spanish-English interpretation 

for them. 
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 Occasionally, these networks fail to meet women's needs or women decide to 

travel to Mexico for care. Mercy and Saguaro clinics connect women with social workers 

at Hermosillo's cancer center, who perform a resource assessment and arrange for lodging 

while the women are undergoing treatment. The lodging is provided by a non-

governmental organization focused on providing a residence and support for women 

being treated for cancer. With this transnational network of care in place, Mercy and 

Saguaro Clinics send the women off to Hermosillo with their medical records and the 

names of contacts who will assist them when they arrive.  

Volunteer medical therapeutic work for undocumented and uninsured patients 

 One of the doctors in Ms. O'Rourke's  network was mentioned again and again 

during my conversations with staff at Mercy Clinic: Dr. David Miller, a medical 

oncologist. A long-time Mercy volunteer, Dr. Miller is tall, lean, and tanned with a thick 

mane of silver hair. I met him at his spacious offices on the eastside of town in a large 

medical complex. We conducted our interview in his private office, which contained a 

massive cherry-wood desk and a large picture window looking out on the desert. Dr. 

Miller started volunteering with Mercy clinic after he set up practice in Southern Arizona 

in the late 1970s. Although he practices as a medical oncologist, when he spends time at 

Mercy Clinic, he focuses on primary care. As he got to know the staff at Mercy, they 

asked him to see uninsured patients at his oncology clinic. 

 When I met with Dr. Miller, I asked him to talk to me about how clinical services 

for uninsured patients are organized. He quipped,  

There is no organization, if there is any organization, it is the organization 
of [Mercy clinic] who has contacted these multiple providers and asked 
them if they would be willing to provide care at their locations. But other 
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than that there is not a “good will machine” that says I have this breast 
cancer patient, this is who they are going to see,  and then they’re going to 
get this done. It doesn’t work that way.  

 

Although staff at Mercy had mentioned to me that Dr. Miller is a point person for 

arranging care for uninsured women, during the interview he deflected the attention, 

explaining that Mercy takes care of much of it.  

 He also alluded to the role of apprenticing doctors in the provision of care. He 

explained, "[Mercy] clinic mobilizes their network because they have several surgeons, 

people from every specialty who volunteer their time at the clinic. For patients who need 

surgery, the surgeons donate their time; they usually do it with residents as a teaching 

case so that residents learn while they are providing the service to the patient." "Charity 

medicine" is a common pedagogical context in which medical professionals learn 

professionalization skills (Brada 2011). It is not without its risks, however;  

anthropologists have pointed to the ways in which this pedagogy teaches apprentice 

providers to ignore patients' social contexts and to rationalize substandard care (Rivkin-

Fish 2011). While providers might rationalize substandard care, quite often they are also 

aware of the injustice of it (Castaneda 2007; Castañeda 2011).58 

 Without terming his care substandard, Dr. Miller conceded that he often cannot 

offer undocumented and uninsured women additional chemotherapies if initial treatments 

are not successful. He explained that the Breast Cancer Foundation treatment funds are 

                                                            
58 In my own research, providers lamented the delays in care for uninsured patients but also recounted 
stories about opportunities to reduce the costs of care by altering care plans. For example, a social worker 
at Desert Cancer Center described efforts to reduce the cost of care for uninsured patients. She described 
being in a meeting between a doctor and patient, "the doctor said, we could use medication A or B. 
Medication A is the best chemo for you, but since you're paying out of pocket, I guess we'll go for B and 
see how it goes. It's a lot cheaper."   
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used to pay for "major things," while the providers pay for the "minor things," such as 

their time. In Dr. Miller's practice, chemotherapy is one of the "major things." 

Emphasizing that he is willing to give his time for free, he described the business 

limitations of giving away chemotherapy at no cost to the patient:  

I can't provide chemotherapy for free, because every drug that I get here I pay for. 
I have to pay for it and then ask the insurance company to reimburse me. We can't 
give away things for free because it is coming out of my pocket. Time I don't 
mind giving away for free, but money I have difficulty giving away for free. My 
financial counselor will take the chemotherapy regimen that I want to give to the 
patient and then see if we can get those drugs for free [from the pharmaceutical 
company].59 
 

He explained that he can generally arrange for first, second, and third-line 

chemotherapies for patients but for "fourth or fifth line therapy, there aren't a lot of 

monies available for that." When I asked for clarification about this, he made clear that 

one of the "good things" about breast cancer is that there are many different drugs 

available that work on it; therefore, if a cancer is progressing despite treatment, he can 

move to third, fourth, and fifth-line chemotherapies in women who can afford it.   

 Dr. Miller's comments about the need to receive payment for "goods," like 

chemotherapy, versus his willingness to give away his care (time) for free, should be 

understood in light of a broader health humanitarianism framework, which as Paul 

Farmer notes, "has increasingly sacrificed equity for efficiency" (2004:218).60 Farmer 

                                                            
59 Similarly, Desert Cancer Center has a designated staff person who maintains relationships with the 
pharmaceutical companies in order to apply for charity medication. She is part of a network of people 
within the clinic who manage socially vulnerable patients with public insurance, AHCCCS, or without 
insurance.  
 
60 Paul Farmer's example of "efficiency" standing in for equity centers on young men who die from 
treatable multiple drug-resistant tuberculosis in Russian prisons. He notes that these prisoners receive 
cheaper drugs that are not as effective as the standard of care in other parts of Europe and North America. 
Instead, international human rights organizations claim these prisoners have "untreatable forms" of disease. 
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critiques much medical humanitarianism for ignoring social and economic rights, opting 

instead for the most cost-efficient and expedient solution to health concerns. An approach 

that privatizes responsibility, making individuals responsible for both seeking out and 

allocating health care, makes sense within the moral economy of market-based medicine. 

Yet, to understand Dr. Miller's care in this way is not to discount its significance to the 

people who receive it or the goodness of his desire to "try my best." Instead, it is to 

recognize that Dr. Miller performs his work within a context in which suffering and lack 

of cancer care is "strikingly localized and nonrandom," (Farmer 2004:230) as the burden 

falls very often on structurally vulnerable populations, such as  uninsured and 

undocumented immigrants. Dr. Miller stepped in where the state denies support to 

patients, filling in gaps that make it possible for invisible U.S. residents to receive cancer 

care.   

 Paradoxically, during our conversation, Dr. Miller minimized his role in the 

process of charity care, like the Mercy Clinic staff members discussed at the beginning of 

the chapter.  Highlighting a medical infrastructure that makes charity care possible, he 

commented that, in order to get around payment for outpatient procedures, he works with 

non-profit hospitals that have "a duty to provide care for the community": "Sometimes I 

have patients who I would normally, if they have insurance, I would send them as an 

outpatient to get a procedure done. Because they don’t have insurance I can’t do that, so I 

have to admit them to the hospital. At the hospital they get the procedure done, they get 

discharged. The hospital doesn’t complain about that." Situating the hospital in the 

broader network of nonprofit organizations (such as the Breast Cancer Foundation) and 

                                                                                                                                                                                 
Farmer notes, incisively, "'Untreatable,' in these debates, really means 'expensive to treat.'"(Farmer 
2004:214)  
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clinical professionals who provide pro bono care, he commented, "It's a multi-pronged 

effort by a lot of different providers in town to accomplish what we’ve been able to 

accomplish." Perhaps it is the symbolic invisibility of this network and the self-

minimization of each actor's role in it that facilitates the successful treatment of uninsured 

and undocumented women. Ultimately, however, this invisibility effects and sustains a 

pattern of unequal access to cancer care.  

Sentimental labor and the "soft touch" of medical administration in a large 
institution 

 As someone who committed his time to provide free care to patients via Mercy 

Clinic, Dr. Miller seemed acutely aware of his uninsured patients' social contexts.61 In 

contrast, Desert Cancer Center's large institutional context appeared to be 

administratively organized to minimize physicians' awareness of their patients' 

circumstances. When I asked Dr. Antonio Lombardi, a genial radiation oncologist who 

had been practicing at the facility since the late 1980s, to discuss his experience with 

uninsured patients, he responded that by the time they get to the radiation facility, 

patients have AHCCCS, County Medical Access (CMA), other insurance, or they have 

established a payment plan with the hospital.  

 Clinic staff members were essential in "articulating" medical and financial 

services within the clinic, while they also performed what I call "sentimental labor," 

                                                            
61 For example, Dr. Miller noted that many hospitals in the region, including Desert Cancer Center, 
encourage their undocumented patients with cancer to return to their countries of origin for treatment. 
However, he acknowledged," I guess I'm a little more compassionate because I know that if those people 
go back to Mexico…[abruptly stopping that train of thought] Well, they won't go back to Mexico! And if 
they did, they would be leaving their families behind here and they would never be able to get back to their 
family. Most of them just refuse to do that. I just try my best." 
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following Strauss and colleagues (1985).62 While these staff managed patients 

trajectories within the clinic, they also provided the "soft touch" in enforcing the financial 

requirements of the institution and, importantly, in helping patients manage their 

eligibility for public programs. I call this work "sentimental" in recognition of Strauss 

and colleagues' use of the term, but also in a nod to the kinds of affective work that others 

have identified as a hallmark of neoliberal governance (Hyatt 2001; Muehlebach 2011). 

Importantly, affective work fills in during economic transformations that reduce state 

support of vulnerable populations.63 

 Dr. Carrie Sexton, another radiation-oncologist at the facility, agreed that patients' 

financial situation is handled administratively before she sees them; often, she does not 

find out their insurance status until she has already treated them. Even at times when she 

was aware of a patient's lack of insurance and she wanted to provide free care to reduce 

treatment delay, Dr. Sexton described a sense of powerlessness: "I don't have the 

capability to say," she explained, "And I did talk to the chairman of my department about 

it [and] he basically said yes that's the case, there's nothing you can do—I don't 

personally have the power to say we're just not to charge for [radiation therapy]. Usually 

when it runs into that issue I do talk to our insurance people and get our social workers 

involved to see if they can find any source of funding." 

                                                            
62 Strauss and colleagues acknowledge the complexity of sentimental labor, which often intersects with 
other types of work. They write, "Sentimental work, as we term it, is present as an ingredient in any kind of 
work where the object being worked on is alive, sentient, and reacting—present either because it is deemed 
necessary to get the work done efficiently or because of humanistic consideration" (1985:129). 
 
63 While Andrea Muehlebach and Susan Hyatt's research focuses on the role of non-paid volunteers in 
legitimating "the dismantling of the formal structures of the welfare state" (Hyatt 2001:212), I extend their 
framework to the paid workers in the clinic who both legitimate and are frustrated by the state's rationing of 
services.  
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 While, as Dr. Sexton notes, social workers were often key to linking patients with 

nonprofit organizations or public resources that might help pay for care, I saw a variety of 

staff engaged in creating these linkages. Some, often called "support staff" in the 

literature, were non-licensed health care workers in administrative roles whose 

relationships with patients extended their work beyond "linking" patients with resources. 

Instead, these staff members facilitated patients' understanding of patient responsibilities 

vis-a-vis the clinic and the state, by explaining medical bills or describing the paperwork 

necessary for AHCCCS applications. Like the frontline welfare workers in Catherine 

Kingfisher's (2001) study of the neoliberal welfare system, these staff maintained 

personal relationships with patients while also being somewhat powerless due to both 

their structural position in the workplace and to constraints imposed by the welfare 

system. Specifically, they were often left to fill gaps in care created by physicians' lack of 

knowledge about administrative processes and they often felt powerless to help their U.S. 

citizen patients navigate an opaque and frequently changing Medicaid eligibility process. 

At the same time many of them helped their patients "work the system" to the greatest 

extent of their ability.  

 Medical care and cancer treatment often necessitates unexpected avenues of 

therapy, so staff members must flexibly respond to patients' needs within the bureaucratic 

constraints of cancer center and state insurance programs. Isabel Perez, one of Desert 

Cancer Center's financial counselors, exuded enthusiasm and knowledge about this 

challenge during our meeting in the registration area of the lobby of the center.  Ms. 

Perez and I sat across from each other at the long desk usually reserved for patient 

consultations. The veneer-covered privacy barriers dividing our section of the desk from 
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the others managed to visually obscure our neighbors but did little to block out the 

conversations happening next to us and the discussions occurring five feet behind me, in 

the lobby's waiting area.  

 Ms. Perez told me that it is her job, along with her colleagues, to make sure that 

patients have a plan for paying the hospital, whether it be private insurance, public 

insurance (AHCCCS), or a payment plan for out-of-pocket costs. She assists patients with 

their AHCCCS applications, if necessary, and, she explained, patients can submit their 

applications at the hospital, pointing to the Department of Economic Security (DES) 

mini-office on the other side of a grey divider. Isabel emphasized that she educates 

patients about their  responsibility to follow-up with DES regarding their applications, 

saying, "They have 10 days from the time the DES receives the application... to submit 

[supplemental] documents, and the DES has 45 days to work the case.... it's not up to 

DES, it's up to you to make initial contact, submit the documents and let them know you 

want to do it." However, she also notes the support she and her staff offer to patients, 

stating, "A lot of [patients] say I work 8 to 5, I can't do it. Then you know what? Bring 

them here to us, because somebody is here at these tasks at least until seven in the 

evening. ... But say they don't have access to a computer, then we encourage them to 

bring them here, we'll give them to DES, we'll fax them over for you, whatever it takes to 

help you out we’ll do." 

 Ms. Perez emphatically insisted that while she does not help patients make 

treatment decisions, she does help them think through their payment options, which can 

have an effect on patients' decisions about treatment. She commented, "The doctor 

doesn’t look at the financial part of patient care." Backing up this claim with stories about 
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doctors who send patients for expensive procedures without checking that their insurance 

policies will cover them, Ms. Perez noted, "[Doctors] are looking at the care of the 

patient but the care and the financial part go hand-in-hand." Commenting that patients 

often think they are "going to be okay" because they are beginning their care, Ms. Perez 

complained that she and her colleagues find themselves "scrambling" to get the payment 

in order so that the patients are not stuck with the bill.  

 For Robin Calderon, a financial coordinator at Desert Cancer Center, doctors' 

disconnection from their patients' financial situation causes significant stress for her and 

for the patients. Ms. Calderon develops relationships with her patients, since they interact 

with her frequently while undergoing a type of very specialized cancer care. She is a 

warm and friendly woman who works in a cavernous administrative office cluttered with 

grey cubicles. Not much of the cubicle space conveys Ms. Calderon's genial personality 

other than a few family photos placed around her computer terminal and taped on the 

beige hanging cabinets that compose the pre-fabricated office space.  

 During our meeting, Ms. Calderon emphasized the one-on-one attention she offers 

to patients: "I meet with every single one of the patients and I explain to them what their 

financial obligations are." She ticked off the points that she makes clear to AHCCCS 

(Medicaid) patients: 1) she needs to get authorization from AHCCCS before the patient 

undergoes certain procedures; and 2) some procedures will not be covered. She explained 

that uninsured patients who pay out-of-pocket must sign a promissory note before they 

commence treatment. Commenting that this is a "very hard" conversation to have, she 

emphasized, "I feel that it’s important to tell the family up-front about their obligations so 

that they aren’t mid-way through treatment to find, 'Oh my God. I didn’t know I was 
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going to have this expense.' I feel they should know up front."  In discussing the difficult 

enforcement of the clinic's financial requirements, Ms. Calderon reframes the process as 

central to the care and concern she confers upon a patient and her family.  

 During my visits to Desert Cancer Center to meet with staff, there was a tension 

between this care and concern and the emphasis on patient responsibility, as articulated 

by Ms. Calderon, above. Workers tried hard to empower patients in linking patients with 

information and resources to assist them. For example, Frank Gutierrez, a cheery, 

outgoing and very organized front-desk worker, checked-in patients at Desert Cancer 

Center. He mentioned his discomfort when he has to watch a regular patient “get back on 

the bus or drive back home” before seeing the doctor because they are dropped from their  

AHCCCS (Medicaid) plan.64 Mr. Gutierrez explained, "I encourage them to talk to their 

caseworkers, to stay in contact with them to find out if they’re covered....They don't 

realize AHCCCS doesn't last forever." 

 However, even some of the "experts" are unclear about constantly-changing 

eligibility guidelines. Even for Ms. Perez, the financial counselor discussed above who 

was referred to by other staff as the "resident expert" on AHCCCS and other public 

programs, the operation of the state's public insurance bureaucracy appeared inconsistent 

and opaque. Ms. Perez discussed the opacity of the process that makes uninsured U.S. 

citizen patients eligible for AHCCCS after they have incurred significant medical debts (a 

                                                            
64  Once someone manages to secure AHCCCS coverage, one's eligibility must be constantly managed, lest 
it be lost without one’s consent or knowledge. This takes ongoing surveillance of status, including watching 
the mailbox to catch the annual renewal letter that AHCCCS sends to its enrollees. This letter asks a few 
simple questions, which beneficiaries must answer and return to the AHCCCS office. It is also possible to 
renew an AHCCCS policy online.  
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process called "spend down"65). She told of patients walking into AHCCCS offices (the 

Department of Economic Security, or DES), similar medical bills in hand, with some 

being denied and others told they are eligible: "I don't know where that fine line is, as to 

when they will (be eligible) and when they won't, and who will and who won't. Is it the 

worker? Is it the DES office? I don't know." While recognizing the uncertainty in the 

system, however, Ms. Perez highlighted the opportunities this inconsistency provided: 

With proper guidance and support, patients can provide the necessary paperwork to prove 

that their debt burden effectively reduces their monthly income.66 

 Adding to the confusion generated by the policy vicissitudes of public programs, 

sometimes clinics or individual providers stop accepting patients who are supported by 

these programs. During my interview with Janet Swan, a social worker at Desert Cancer 

Center, a colleague stopped by her office to pick up a handful of brochures. While Ms. 

Swan and I discussed County Medical Access, the local health care discount program, her 

colleague commented very matter-of-factly, "We don't take it anymore, by the way." 

Without missing a beat, Ms. Swan said, "We don't take it right now, but sometimes we 

do. I think [the public hospital] does. Sometimes we do, and sometimes we don't." While 

the opacity and flexibility of publicly funded services and insurance at times leads to 

stressful encounters for Mr. Gutierrez, Ms. Swan, and other staff when patients lose their 

                                                            
65 AHCCCS's medical spend-down program was discontinued in July 2011, with the same stroke of a pen 
that eliminated child-free adults from the rolls.  
 
66 Ms. Perez's  knowledge of the spend-down process obscures just how confusing it is for many people. 
Brenda Johnson, Desert Cancer Center's patient relations specialist and former chemotherapy nurse, 
described to me her "rough" formula for figuring eligibility, which left me reeling at the time and still 
requires my careful study. She explained that AHCCCS uses the "old poverty level," which was 
approximately one-third of the federal poverty line, to determine someone is eligible for "spend-down." She 
emphasized that most of her colleagues are unaware of this fact. Basically, Ms. Johnson multiplied a 
patient's income by three months and deducted three months of the 30% poverty level income to arrive at 
the amount of money a patient needs to spend in order to qualify.  
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coverage or when they do not know how to advise patients of their options, this same 

opacity presents opportunities for "working" the system for U.S. citizens who are 

uninsured, as described above. 

"Working" the system for uninsured and undocumented patients?   

 As discussed above, Dr. Miller was unique among the doctors I met during my 

research: Because of his volunteerism with Mercy Clinic, he was explicitly aware of his 

patients' insurance status and he developed strategies for pushing women through 

treatment despite financial barriers. Physicians at the Desert Cancer Center with whom I 

spoke were uncertain about their patients' insurance status or assumed that all had 

insurance. When I cornered a Cancer Center oncologist at a local conference, trying to set 

up an interview, she quipped, "We don't see uninsured patients at the center!" While I'm 

sure this comment was partly motivated by a desire to deflect my attempts to fill her 

already busy calendar, it reflected what I interpret as an administrative  organization of 

work that renders insurance status—and the lives and identities of patients—invisible to 

doctors.67  

 This invisibility might be perceived as strategically configured to maintain 

deniability (Green 1999). Invisibility is particularly important to undocumented people 

and the people with whom they interact who can be seen as structurally vulnerable 

(Quesada, et al. 2011) by virtue of their connection to the undocumented (Alexander and 

Fernandez 2014). Ms. Salazar, a nurse practitioner at Saguaro Clinic and introduced in 

chapter two, points to these vulnerabilities in discussing the challenges recruiting 

undocumented women for the Well Woman program:  

                                                            
67 Scholars like Seth Holmes (2012) have pointed to the culture of biomedicine and the structure of US 
health care as contributing to physicians' inability to see and understand patients' contexts.  



109 
 

 
 

[Undocumented women are] fearful of the questions, and if they do come in for 
eligibility [screening] they still have to have prove that they live here, and then 
they have to bring some proof that they're paying bills. There's little things that 
they have to bring [like proof of income]. And a lot of people who are 
undocumented work cash, and their employers do not want to give them anything 
because the employers don't want to have the law on them for not paying 
taxes....So when the employer pays them cash, they have no proof of income. 
Then I say, well, ask your employer for a letter. Well, they don't want to give that 
because then that's fingering them that they're paying people cash. [They're 
violating the] law68 because they’re knowingly employing an undocumented 
worker. Then… everybody loses then. They [Gabriella's patients] lose their job 
and the people who are employing them are severely fined. 

 
Ms. Salazar acknowledges the demand for structural and systemic invisibility in 

individuals' attempts to pursue medical care.  

 Ms. Salazar refers undocumented women who are diagnosed with breast cancer to 

the County Health Department, which puts them in touch with scarce resources in the 

community. She emphasizes: "I don't know how they get around Social Security, I don't 

know how they get around on documentation, and I don't want to know because the less I 

know on that the better and safer we all are. So [the coordinator at the county] has a lot 

of the contacts for [treatment]… [My responsibility] is the exam, and then working 

through getting the diagnosis, sending in the orders as to what is needed and then I refer 

back to [the coordinator] and then she takes it from there." Her insight reveals the 

benefits of hidden work for protecting health care providers but also to protect the system 

of assistance for undocumented women. That said, this invisibility of work leads her to 

imagine opportunities for undocumented women that may not exist: During my research, 

I did not encounter a single undocumented patient or even a story about a patient who 

                                                            
68 The Legal Arizona Workers Act was effective as of January 1, 2008. It legislates against employers 
knowingly employing an "unauthorized alien." Unauthorized aliens do not have legal status to work in the 
United States (Arizona Attorney General Tom Horne 2013).  
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"got around Social Security" (a federally run program) and, although they were put in 

touch with resources for treatment, those resources might not be timely or complete.  

The Morality of Work: "Philanthropic tendencies" versus social justice 

 Above, I point out that many physicians are organizationally kept from knowing 

the economic and social concerns of their patients. Dr. Sexton's comments above suggest 

that when many physicians are made aware of such concerns, they often want to help. 

Ashley Jones, the Executive Director of a major breast cancer charity called this process 

"exciting physicians' philanthropic tendencies, so that they’re more aware of patients’ 

situations." Confirming what I found in my interviews with physicians, Ms. Jones argued 

that many doctors have no idea what kind of insurance their patients have, or if they have 

insurance at all. If doctors are made aware of gaps, Ms. Jones intimated, they will be 

presented with an ethical dilemma that she feels will be resolved by moral reasoning.  

 While the decision to provide pro bono care appears to be a subjective, 

individualized process, it happens through a kind of moral reasoning that is influenced by 

policies that ration health care according to income and citizenship status. "Exciting 

physicians' philanthropic tendencies" is one way to conduct social change, albeit on a 

small scale, through an appeal to ethics and morality. In a biopolitical sense, this ethical 

framework emerges from a "politics of pity," to use  Didier Fassin's words (2005).  Yet, 

as he also notes, this governance, especially in the case of certain types of uninsured 

patients—the especially economically vulnerable and the undocumented—moves 

"between sentiments of sympathy on the one hand and concern for order on the other 

hand" (Fassin 2005:366). The politics of pity which ground charitable or humanitarian 
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actions, as Fassin notes, substitute "a political right with a moral sentiment (2005: 373) in 

the absence of social transformation.  

 Building on Fassin and others, scholars problematize "charity" or 

"humanitarianism," looking at them as particular logics and examining their practices and 

effects. Some have critiqued humanitarian organizations' reproduction of scarcity through 

their opaque processes of resource distribution (Caple James 2012). Dr. Miller's 

comments about the scarcity and cost of drugs point to the limits of charity and highlight 

the arbitrary determinations of donors. He acknowledges that he has control over the 

allocation of his time, so he is able to donate it; however, he avers, to give away 

chemotherapies is like giving away money, which as a business owner and doctor he 

cannot do. Even large donations, such as the Breast Cancer Foundation's treatment fund, 

are limited, and according to my interlocutors, distributed somewhat arbitrarily.   

  Humanitarian approaches to managing suffering often incorporate a form of 

"witnessing" that advocates for the sufferers and provokes a response in the hearer 

(Redfield 2006) . However, witnessing in humanitarian contexts may distill human 

experience into communicable ideas, thus divorcing the person from her context (Caple 

James 2012) despite its goals to "hear" and understand the whole person. There is a 

particular tension in the clinic, where medical practice may require  "objectification" of 

the patient despite a clinician's best efforts to "witness the subject" in her complexity 

(Davenport 2000). While providing opportunities to hear a patient's concerns in a kind of 

"pragmatic solidarity," as Paul Farmer advocates (2004), witnessing is constrained by 

processes of objectification. These social processes of objectification vary by context, but 

they determine the terms by which objects are assessed and the actions that subjects can 
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take.  Therefore, if care for undocumented and uninsured patients in Southern Arizona is 

governed by a "politics of pity," these politics, finally, determine solutions to the problem 

of illness and suffering: Fix the disease without securing broader rights to health access.  

 Sarah Willen (2011) argues that political conceptions of rights are flexible and 

always subject to local interpretations, which she calls "vernacular assessments of 

'deservingness.'" She claims these "vernacular assessments" are based "on questions of 

morality, ethics, and biolegitimacy bearing a distinctly local cast" (2011:325).69 

Importantly, these assessments of deservingness interact with structural and material 

concerns to direct the struggle around rights away from the state.  For instance, James 

Pfeiffer's (2013) work on AIDS in Mozambique reveals that humanitarian programs may 

route human and financial resources away from the cash-strapped public sector, even 

though the public sector is the place where the right to health can be protected and 

furthered. In this chapter, I have explored the ways in which care work is privatized in 

order to clandestinely provide medical treatment to undocumented people and to fill gaps 

in medical care that arise due to health care rationing. As a result, this care work helps to 

absolve the state of its responsibility to confer rights and access to health care. In 

Arizona, ideas about citizenship and personal responsibility, deservingness, and 

                                                            
69 The literature on U.S. welfare has long engaged with the question of "deservingness," which requires 
looking beyond the state's management of eligibility as objective assessment and instead, demands an 
examination of welfare—including Medicaid—within a moral economy. Joel Handler and Yeheskel 
Hasenfield (1991) argue that welfare policy reinforces the "work ethic" by reproducing the normative order 
of society—capitalism—the ethos of which links work to compensation. Because of this, they write, 
“Welfare policy is targeted not only at the poor, but equally at the nonpoor, through the symbols it conveys 
about what behaviors are deemed virtuous or deviant” (1991: 11). Through the creation of recipient 
categories by income or biological status and the requirement of "proof," the program thus constructs 
worth/unworthy, deserving/undeserving subjects. As political scientist John Gilliom writes about the 
welfare system in the United States, “These programs are... expressions of particular historical and cultural 
arrays of power—program goals, criteria, and data sources all express social, political, and technological 
conditions of the times” (2001:128).  
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privatization intersect in administrative techniques that ration health care and produce 

“insured” and “uninsured” patients.   

 In this research, I found that Mercy health center staff who were operating within 

a framework of humanitarianism attempted to mitigate the risk of arbitrary 

determinations by implementing a committee for allocating the bi-annual gift of 

approximately $75,000 from National Breast Cancer Foundation, which provides 

treatment for uninsured women with breast cancer. In the past, allocation was done on a 

person-by-person basis and only one person was responsible for doing it. Josie Castillo, 

the director of patient services,  argued that making determinations as a group makes it 

possible to strategize care a bit more effectively. In the past, she explained, the clinic 

over-extended itself by promising help to too many people, so that the fund ran out of 

money before everyone who was anticipating help could receive it. Therefore, the new 

committee tries to manage the funds so that they help more people. When Josie and I 

spoke, in fact, she told me the group was planning to discuss whether it is better to help 

many women by doling out smaller amounts of money for treatment or to focus on one or 

two women and offer to fund entire treatment protocols. This decision would  help guide 

their allocations in the future, assisting them in budgeting the money according to 

predetermined priorities. For instance, she explained, one of their patients received 

$29,000 for treatment in the past, but now she has a recurrence; how should they allocate 

funds for her? Josie and her colleagues managed these funds prudently, determining 

which women should receive funds for cancer care and leaving unchallenged the system 

of market-based health care that produces rationing as logical and necessary.  
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Summary: Recognizing the opportunities and constraints of work 

 Here, I return to the story I shared at the beginning of this chapter, in which 

Julieta, a registration worker at Mercy, lamented that the clinic could not help an 

undocumented patient pay for his prescriptions. Although Julieta described helping him, 

she devalued her hard work in piecing together a complicated approach to securing 

reduced-cost prescriptions. Julieta felt she could not do enough for him because of 

citizenship requirements for the clinic's publicly funded medication program. Her 

repeated claim that she was unable to help him seems to acknowledge that her solution to 

his problem is not enough from a social justice perspective."Working" a fragmented 

system might protect undocumented patients from detection and deportation and help 

secure limited, delayed, and/or discounted health care for them, but it does not make 

progress toward broader social inclusion, and more pointedly, universal human rights.  

 The soft touch  of the non-licensed support staff  (e.g. registration staff) and non-

physician clinical and professional staff (e.g. nurse practitioners, social workers) ensures 

the hospital or clinic gets paid, while minimizing the gaps that exist in the Medicaid 

system. The responsibility for managing a public system of rationing health care, 

therefore, falls to individual workers, many of them women, who are in hierarchically 

lower "support" positions. Meanwhile, the burden on the safety net increases as 

physicians in private practice are following national trends and not accepting Medicaid 

patients (Decker 2012), due to low reimbursement rates and reimbursement delays 

(Cunningham and O'Malley 2009).  As I argue here, the bureaucratic organization of 

health care work might make some physicians less likely to recognize the social contexts 
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within which their patients manage disease, instead focusing on treating the "objective" 

sick body.  

 In the next chapter, I examine how the "objectivity" of the health care system and 

the documents circulated within it serve to construct vulnerable subjects. I build on my 

discussion of how humanitarian and charity approaches to immigrant health care 

reproduce inequality (see also Castañeda, et al. 2010) and how state processes of 

immigrant inclusion and exclusion are enacted in the clinic (Horton, 2004). Documents 

have figured prominently in anthropologists' understanding of these state processes. For 

example, Fassin and D'Halluin's study of refugees in France (2005), described the use of 

medical records to transform refugee bodies into "political resources" for asylum. Miriam 

Ticktin's (2006; 2011) study of undocumented immigrants in France found that people 

attained political recognition as a result of a French law that confers legal residence 

permits for medical treatment that cannot be received in the immigrants' home countries. 

Ticktin critiques this form of humanitarianism for its limited concept of humanity "put 

into play by a politics of compassion that emphasizes benevolence over justice, standards 

of charity over those of obligation" (2006:42). In the case of undocumented immigrants 

in Arizona, charities' good will care of patients who are uninsured, low income, and who 

cannot qualify for state-funded medical treatment due to immigration status serves to 

absolve the state of its responsibility to provide health care access.  
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CHAPTER FIVE—MANAGING BORDERS, BODIES, AND CANCER: 
DOCUMENTS AND THE REPRODUCTION OF VULNERABLE SUBJECTS 

 
 In Chapter one, I introduced Ynez Flores, a non-citizen woman diagnosed with 

breast cancer a month before she and I met. In describing her concern about staying in the 

United States and paying for care, Ms. Flores disclosed that she recently stopped paying 

the premium for her individual health insurance policy.  She explained that the company 

had been scrutinizing her medical records for a month, and she suspected they were 

trying to determine if her coverage was sufficient to pay for cancer treatment. She 

lamented, "The economy is really bad and people have insurance with low coverage. 

When you need help with a serious illness like mine, which is very expensive, then they 

tell you, 'you don’t have enough coverage.' But at the time that they sell you the package 

they tell you they will." 

 When she was diagnosed with cancer, she explained, the insurance company 

asked her to sign a letter authorizing its representatives to access her medical records. 

And, she reported, the company constantly called her to "investigate" the details of her 

medical care: "They said, we need to investigate the type of cancer. I understand that you 

need chemotherapy, but we must investigate. He [the insurance company representative] 

made me feel like a liar. I told them wherever you call and ask about me, they will tell 

you....There are records. You can ask the doctors. I am not lying." The company had been 

scrutinizing her medical records for a month without word if they would cover her 

treatment. Finally, after coaxing from her family who thought that Ms. Flores was foolish 

to continue paying the premium, she cancelled the policy. 
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 Ms. Flores's concern about her  insurance coverage for  cancer treatment was not 

unfounded, since there has been a trend in private and public insurance programs toward 

reducing benefits while increasing the premiums and deductibles paid by their members 

(Shields, McGinn-Shapiro, & Fronstin, 2008). Importantly, her disinterest in pursuing her 

rights as a consumer must be viewed in light of her socially and economically 

marginalized position, in which she is granted limited social inclusion and highly 

circumscribed economic opportunities. In the U.S., where most private insurance 

coverage is job-based, many unauthorized immigrants work in low-wage, contingent jobs 

that do not provide health insurance benefits, such as the kitchen position in which Ms. 

Flores worked.  Furthermore, their ability to bear the costs of individual plans may be 

hampered by a low median household income (Passel & Cohn, 2009).  

 Most people are familiar with the paper and electronic documents that circulate 

throughout the U.S. health care system in the form of insurance cards, medical records, 

and bills. For those who seek state or private assistance with medical care, pay stubs, 

social security cards (numbers and names extracted from those cards), and electric bills 

may also play a part in structuring access. Documents foreclose some avenues for agency 

while opening up others (Kelly 2006), and they do the work of the state in disciplining 

"illegal" immigrant bodies. As such, they provide limited belonging. In this chapter, I 

draw upon anthropological perspectives on health care's role in producing the limited 

social inclusion of immigrants (e.g. Fassin & D'Halluin, 2005; Horton, 2004; Ticktin, 

2006),  examining how undocumented women's structural vulnerability (Quesada, et al. 

2011) is reproduced by networks of health care providers who construct and circulate 

financial and medical documents. In doing so, I look at four general types of documents, 
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discussing how they shape access to health care among the women in my study: 1) 

immigration/citizenship documents, which determine eligibility for public insurance; 2) 

medical records, which provide opportunities for health care access; 3) financial 

documents, including bills and financial statements, which discipline subjects in a context 

of perceived scarcity; and 4) insurance documents, which provide uncertain stability and 

protection against debt. I examine how these various documents reflect and reinforce the 

social marginalization of non-citizen women and those without authorization to live in 

the U.S., while also producing limited opportunities for action. 

Immigration policy and the production of vulnerability 

 As discussed in chapter one, the context in which this research took place was one 

of heightened vulnerability for immigrants in Arizona, due to the passage of numerous 

state laws targeting immigrants residing in the state without documents. The illness 

experiences of unauthorized immigrants and non-citizens with cancer are influenced by 

an overarching structural vulnerability due to an ambiguous status.70 Documents such as 

financial records, medical bills, medical records, and insurance policies both mitigate and 

reinforce inequalities, which places immigrants within "diverse networks of power 

relationships and effects" (Quesada, et al. 2011:341) that shape vulnerability. 

Furthermore, the clinic and hospital and its staff are constrained by multiple state and 

institutional requirements for legitimization. 

                                                            
70 Others have examined how immigration status, although commonly perceived as an objective state, 
legitimates and recreates inequality in new forms (Brown 2011; Romero 2008). Laws such as SB1070 
serve to marginalize not just those who are unauthorized to be in the U.S., but also their loved-ones, if they 
come from "mixed status" families, of which there are many in Southern Arizona (O'Leary and Sanchez 
2011). As Mary Romero (2008) argues, socially constructed citizenship categories ignore the affective and 
social interactions of people with different statuses. 
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 The state's auditing practices, as carried out via the clinic, bring attention to and 

also produce the undocumented and uninsured person. Michael Power argues, "The idea 

of audit shapes public conceptions of the problems for which it is the solution; it is 

constitutive of a certain regulatory or control style which reflects deeply held 

commitments to checking and trust" (1997:7). The political "problem" of undocumented 

immigration becomes an economic problem when people without citizenship 

documentation need expensive care in an environment of scarce resources. Through the 

practice of auditing, requiring patients to submit legal and financial documents, the 

problem is rendered manageable for a state and local health care system trying to 

minimize the costs of treating all uninsured populations in need of care.  

 However, auditing practices operate as a kind of sleight-of-hand that directs 

attention away from the injustice of undocumented immigrants' broader social exclusion, 

including violations of human rights, and instead, toward cost-containment strategies.  

Regulatory practices, as Dorothy Smith (1990) suggests, make "the world 

bureaucratically and professionally actionable" (p. 104), "clean," and "uncluttered" (see 

also Barrera 2008). At the same time, through the selective production of evidence by 

patients and staff as outlined in previous chapters, a narrative develops about the patient 

that shapes her subsequent experiences with the health care system.  

Structural vulnerability and health: the importance of immigration status 

 At last estimate, 11.2 million people (3.7% of the total population) live in the 

United States with unauthorized status. Arizona is among the states with the largest 

number of unauthorized immigrants, yet this population is only 6 percent (400,000) of 



120 
 

 
 

Arizona's total population of more than 6.5 million people (Passel and Cohn 2011). Most 

unauthorized immigrants in the United States are from Mexico (Passel and Cohn 2011). 

In Arizona, the large Mexican and Mexican-American population (Brown and Lopez 

2013) reflects the unique history of the state as once part of Mexico. Despite (or perhaps 

because of) the large population of Mexican descent in Arizona, anti-immigrant 

legislation, border militarization, and discrimination put individuals and populations at-

risk for poor mental and physical health (Carvajal, et al. 2012; Sabo, et al. 2014).   

Using the framework of structural vulnerability (Quesada, Kain-Hart, & Bourgois, 

2011) to understand the stories I tell here, I explore the health effects of unauthorized 

immigrants' position in a social hierarchy that takes as natural immigrants’ social 

construction as "an embodied geography of disobedience to the law (a criminal)—in 

effect, a disobedient body"(Sandoval, 2008, p. 582). As Mae M. Ngai argues in her 

history of the making of "illegal aliens" in the U.S., immigration policy in the early part 

of the 20th century reinforced racial and national hierarchies that privileged the entry of 

certain groups of immigrants, while blocking the entry of others.71 Furthermore, she 

writes, "Immigration restriction produced the illegal alien as a new legal and political 

subject, whose inclusion within the nation was simultaneously a social reality and a legal 

impossibility--a subject barred from citizenship and without rights" (Ngai, 2004, p. 4). 

The "social reality" is that approximately 80 percent of unauthorized immigrants residing 

in the state of Arizona have been in the U.S. for longer than five years (Migration Policy 

                                                            
71 Ngai (2004:2) writes, "Unauthorized entry, the most common form of illegal immigration [to the U.S.] 
since the 1920s, remains vexing for both state and society. Undocumented immigrants are at once welcome 
and unwelcome: they are woven into the economic fabric of the nation, but as labor that is cheap and 
disposable."  
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Institute 2014). They have worked and built lives and families, yet due to their broad 

social (and legal) exclusion, they are vulnerable to deportation.72   

 The historical relationships between the U.S., Mexico, and Central America that 

produce immigration flows are often overlooked and forgotten as policy-makers propose 

solutions to unauthorized immigration. As Linda Green (2011) points out, unauthorized 

immigration is produced through a complex web of multinational institutional 

relationships influencing the accumulation of capital. Therefore, solutions to the 

"problem" of immigration "leave the vast reach of neoliberal[ism] and state measures to 

support it untouched and unaccountable" (Green 2011:368). One of the women in my 

study, Nadia Garza, a 64-year-old undocumented woman living with cancer, 

acknowledged that  in "her country" (Honduras) she would be dead from breast cancer, so 

she was grateful to reside in the U.S., a place that has such advanced technology. Her 

comment indexes a history of inequality in the Americas, in which Central American 

countries, such as Honduras, have been politically and economically disenfranchised by 

U.S.-based interests—a disenfranchisement that also drives immigration to the U.S. 

(Foster 2000). 

 Despite the great diversity of immigrant populations, current biomedical research 

on unauthorized U.S. residents often lumps them with their broader immigrant groups, 

such as Latinos  (e.g. Betancourt, et al. 2004). A few  notable studies examine 

unauthorized immigrants' access to or use of general health care (Chavez 2012; 

Maldonado, et al. 2013; Ortega, et al. 2007; Vargas Bustamante, et al. 2012), 

                                                            
72 Some unauthorized immigrants in the U.S. have received temporary respite from the risk of deportation 
through the Deferred Action for Childhood Arrivals policy, announced and implemented by President 
Barak Obama in 2012.  
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emphasizing their underutilization of services due to a variety of factors, such as lack of 

health insurance and fear of deportation (Montealegre and Selwyn 2012). Further, as 

discussed above, health researchers have noted that immigration policy environments 

may shape mental and physical health outcomes (Carvajal, et al. 2012; Sabo, et al. 2014), 

with positive results in contexts where undocumented immigrants are offered sanctuary. 

For instance, clinical researchers showed that undocumented immigrants living with 

diabetes in a "sanctuary" city were able to manage diabetes as successfully as U.S. 

citizens (Iten, et al. 2012). 

 In understanding the particular configurations of structural vulnerability and 

health for the non-citizen women with cancer in my study, I highlight the experiences of 

two women. Beginning with Nadia Garza's story, I then return to Ms. Flores's experience, 

highlighting the ways in which documents configure their illness trajectories. 

Nadia Garza: The "privilege" of being a breast cancer patient 

 The context of fear and vulnerability unique to the time and place of this research 

seemed to be particularly potent for 64-year-old Nadia Garza and her family. On my last 

visit with Ms. Garza, I listened to her explain that she would need to return to her family 

in a bordering state because she did not have the "papers" to be in Arizona. Crying softly 

and occasionally wiping a tear from her cheek, Ms. Garza appeared extremely distraught 

about leaving her family and support network in Arizona. As she told it, her daughter, 

with whom she lived, felt that Ms. Garza (and her family) would be safer if she lived in a 

state with less aggressive anti-immigrant sentiment and legislation. As we spoke, Ms. 

Garza clarified that Utah, a bordering Southwestern state, does not "require [papers] as 

much" as Arizona does.  
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 Ms. Garza had finished her last bit of "active" cancer treatment and would 

continue taking hormone pills to prevent a recurrence, yet she was still hesitant to 

relocate. Upon facing a move to another state, she explained, "For me it's better that I stay 

here. I have my medical records here." In my last interview with Ms. Garza before she 

left, she emphasized the importance of her medical records residing in the Southern 

Arizona clinics where she received care. In light of an illness trajectory shaped by social 

exclusion and delayed cancer treatment, the social inclusion offered by her medical 

records appeared to comfort Ms. Garza. 

 Despite her (and I gather, her family's) concern about her immigration status after 

Arizona's passage of SB1070, also known as the "show-me-your-papers" law, Ms. Garza 

acknowledged and appreciated her support network of people—"corazones buenos" 

(good hearts)—who she said, were "people who have given me love when I needed it 

most." She had built a network of people in the city who cared for her health and well-

being, including those who mobilized around her medical records and illness status. 

Some of the entities she included in this network included Mercy Clinic, Dr. Miller and 

his practice (discussed in chapter four), the volunteers from the nearby Kingdom Hall 

who visited Ms. Garza for weekly Bible study, and even me and my research assistant, 

Azucena Sanchez.  

Fear, Gaps in Care, and Treatment Delay 

 Azucena and I met Ms. Garza for the first time in the tiny apartment she shared 

with her daughter and grandson. Walking up the path to her apartment, there were 

benches and tables and green, well-tended grassy areas. Plants and small knick-knacks 

surrounded the door leading into the second floor apartment and my eyes adjusted slowly 
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to the darkness of the apartment upon stepping into a tiny one room living and dining 

area, illuminated by a small lamp sitting on a three-person dining table. The tidy living 

area contained a scant few items belonging to Ms. Garza's six-year-old grandson whom 

she walked to school every morning. Ms. Garza greeted us warmly at the door, reaching 

out to embrace our hands and then our shoulders, before closing the door to the bright 

Southern Arizona sun. She had closely cropped grey hair and stood about five inches 

shorter than me, so that in our future meetings, I had to bend a bit to give her a customary 

kiss on the cheek. Our first meeting coincided with the end of her study with two women 

from the local Kingdom Hall, who closed their bibles and stood up to leave when we 

walked into the room.  

 Ms. Garza was first diagnosed with breast cancer while she was living with one of 

her seven children in Utah, a bordering U.S. state. As she tells it, she and her family in 

Utah ignored her initial diagnosis of cancer: "They didn't take it seriously," she said, and 

she began missing her appointments with the doctor. Despite Ms. Garza's claim that the 

family maintained a studied ignorance of the disease, they also sought help, calling 

organizations like the local American Cancer Society. Ms. Garza explained, however, 

that when the organization told her family to call the national 800 number, "My daughter 

was so scared, because they did not give her a phone number from [Utah], only from 

elsewhere." Therefore, their pursuit of assistance in Utah met with dead-ends and led Ms. 

Garza to her daughter in Arizona. In Arizona, Ms. Garza and her daughter resumed her 

search for breast cancer treatment without her original medical records, so she had to be 

re-diagnosed with cancer in order to be treated. "That is the reason my cancer spread," 

she explained, conveying a belief that may have influenced her concern about moving 
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away from her existing medical support. However, once she received the properly 

documented diagnosis, she acknowledged, she was able to receive treatment through 

Mercy Health Center, which subsidized her care using Breast Cancer Foundation funds 

for uninsured patients along with the free or discounted care of affiliated physicians. She 

was not encouraged to go to Mexico for care because, as an undocumented Honduran-

national, the cost would not be subsidized by the Mexican government.  

 When we met, Ms. Garza had already received surgery to remove the tumor and 

had finished six months of chemotherapy. She was in the midst of treatment with an 

"anti-virus" medication, of which she received her final infusion the day before leaving 

for Utah, and was on a five-year course of "hormone" pills to prevent a recurrence. 

Although Ms. Garza was nearing the end of her active treatment and her last 

mammogram revealed her breast to be free of cancer, she noted, "Well, I'm really sick. 

I'm not saying the cancer. But chemo cures one thing and destroys another and so I am 

really sick." On her last day in Arizona, Ms. Garza fretted that she would not find people 

and services in Utah to help address this bodily suffering.  

 Although Ms. Garza received charity and pro bono cancer care via Mercy Clinic, 

the side-effects of cancer treatment were not covered by the Breast Cancer Foundation 

funds, which are applicable only to breast cancer treatment. Ms. Garza's daughter did not 

submit her paystubs to Mercy, so the clinic was not able to qualify her for the discount 

program, CMA. As a result, Ms. Garza did not have access to specialist care that was 

needed to address a side-effect of chemotherapy. While not life-threatening, Ms. Garza's 

eyelashes grew back after chemotherapy by curling into her eye, an annoying problem 

that was resolved by primary care providers who pulled the lashes out by the root with 
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the hope they return properly. Ms. Garza and her family paid $70 out-of-pocket for this  

procedure. She was mildly irritated to pay for this and other clinic services that could not 

be covered by the Breast Cancer Foundation funds, such as a $54 blood test or a $30 

consultation, which, she commented, "is a lot of money." This was on top of the $45 she 

paid the pharmacy for three months of anti-cancer hormones, a pill to manage acid-

reflux, and a high-blood pressure medication. 

 Despite her irritation, Ms. Garza was grateful for all that Mercy offered her, 

commenting, "They have given me support during my illness." She noted that the 

treatment has been most difficult for her daughter who worked at a local hospital and 

who drove her to appointments," because she is the one that has to be running around."  

Despite Ms. Garza's fretfulness about returning to Utah where she might not find the 

same support, her daughter drove her to Utah the afternoon immediately following our 

last meeting. Unfortunately, I heard nothing more from her after she left.  

Ynez Flores: Maintaining hope amidst uncertainty 

 When I first met 45-year-old Ms. Flores, she was considering leaving her home 

and family in Arizona and going to Hermosillo or her home state of Veracruz for breast 

cancer treatment. On our first visit, about a month after Ms. Flores was diagnosed with 

what she described as "aggressive level three" breast cancer, her round face was topped 

with blond-streaked long wavy chestnut brown hair. I saw a different woman during our 

second visit several months later.  As I  walked through the salmon-colored stuccoed 

archway front gate, I noticed that Ms. Flores's face looked drawn and weary and her roots 

had grown out, revealing about two inches of grey hair. As I approached the single-story 

painted cinderblock home, I wondered if this transformation was caused by worry. I 
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knew she had been trying to decide the best way to manage treatment quickly before the 

cancer spread, she feared, to her lungs or bones. Should she risk leaving her home in 

Arizona for care in Mexico? Or should she piece together treatment in the U.S., at the 

risk of becoming thousands of dollars in debt? A cook by trade, she was told to stop 

working in the kitchen because the heat bothered her affected breast. Since then, she had 

been taking care of her infant niece five days a week while her sister-in-law cleaned 

houses.  

The violence of waiting: Treatment delay and the desire to take action 

 While waiting to hear whether she would receive Breast Cancer Foundation 

funds, Ms. Flores had monthly hormone injections and took Arimidex pills daily to 

reduce the estrogen causing the tumor to grow. However, Ms. Flores conceded, "The 

doctor acknowledges that [this treatment] does not help as much [as chemotherapy], even 

less for cancer as advanced as the one I have." Seeming to ignore the nagging feeling that 

she needs to start chemotherapy soon to shrink the tumor before surgery, she appeared 

more optimistic about the possibility of staying in the U.S. for cancer care. In discussing 

the difficult decision to leave the U.S., she acknowledged, “If I leave, it will be a big 

change. I have lived here for many years. I’d be leaving everything to go there. I have 

family [in Mexico] and everything but, I’ve lived my life somewhere else.” 

 Despite her resistance to leave, when she was first diagnosed, she felt torn 

because she could not determine if her health care providers in Arizona would be able to 

treat her. Initially, she was concerned that she might be wasting her time staying in the 

U.S. "Here no one can assure me of anything," she explained. She was reluctant to leave 

her family—including a partner and son—in Arizona while she received treatment in 



128 
 

 
 

Mexico. Instead, she mused that she might leave Arizona to seek care in another U.S. 

state where she also has family. When she tried to seek out information about the costs of 

specific cancer therapies, Ms. Flores described receiving oblique and vague responses, 

such as "It's very expensive." She was determined to seek out available funds, telling us 

that she called many charities and clinics to find help, and emphasizing that she would 

continue the search: "The clinic where I go [Mercy Clinic], they also operate with 

donations, and they haven’t had any [recently] and they don’t let you know if they 

receive funds. They could have donations today or not, or have some in a week, they 

don’t have a date, you have to be on the lookout." In the end, Ms. Flores waited for five 

months from the time of her diagnosis to begin chemotherapy with the help of these 

charity funds from Breast Cancer Foundation. 

Maintaining eligibility and managing bills 

 After Ms. Flores was diagnosed, Mercy Clinic helped her qualify for the County 

Medical Access (CMA) discount program. This program subsidized the cost of the 

hormone injections that her doctor recommended to try to shrink the tumor while she 

waited for chemotherapy. Despite her participation in the discount program, she owed the 

hospital quite a bit of money for her visits to the doctor and for placing the catheter in 

anticipation of chemotherapy. Ms. Flores received bills that contained the total amount 

charged for the medical service minus the CMA discount, so that she could see what she 

would pay without the discount. In discussing her debt, Ms. Flores seemed frazzled, 

concerned and confused about what the bills told her. In her words: 

They sent me a bill charging for the doctor services, and another for the place and 
tools used and for the anesthesiologist. I would say [they are charging me for] the 
catheter, otherwise [am I] being charged double? One [bill] came for $1,800 and 
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the other ... in total it was four thousand and something. But I had already covered 
$279 and now I have the doctor’s [bill] of $3,800. The CMA covers [part of the 
cost] if I pay first. Then they [will] pay. They say that is how it works. I have to 
pay over a thousand dollars right now.  

 She explained that PCAP would cover the other 80 percent of her costs, if she 

paid $1000 first. This $1000 must be paid in a lump sum, she explained:  

I asked them to let me make payments because I am not working and I have no 
money. I am willing to pay but they said there are no payment plans. I have to pay 
the total amount. If you do not pay then you will be sent to the credit bureau and 
then you have to pay in-full because it will not be covered [she will end up paying 
the full $4,000 instead of the discounted $1,000]… I still haven’t started treatment 
and they are charging me all that--imagine when I start treatment! I do not want to 
have debts pending. I don’t know if the CMA will cover me [for radiation]. I was 
given an amount for the radiation: They said I would have to pay about $13,000 
because the treatment was for five weeks, daily." 

While Ms. Flores pondered her pending bills and their portent for her future, she seemed 

to be encouraged by the kindnesses and practical assistance provided by her network: 

friends who took up a collection to help her pay for consultations; help from her son; a 

commitment from her husband that he will "find the money" to get her treatment. She 

commented, "I worry because I always worked to cover my own expenses and my family  

and now I can’t. I feel tired because I cannot help, or help myself."    

Trying to "help" oneself: Producing documents  

 Documents influenced the illness experiences of all the women in my study, 

whether they were citizen women with AHCCCS or non-citizen women seeking to piece 

together treatment. While the "actions" of documents shaped the vulnerability of these 

women, those without immigration or citizenship documents faced a particularly 

uncertain set of options for care. Documents produce both vulnerabilities and 
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opportunities, so that one must examine each in light of the structurally vulnerable 

position of non-citizen immigrant women.  

 As described in chapter three, certain types of immigrants are eligible for public 

insurance, and applicants must produce identification documents that verify one's status, 

such as a legal permanent resident card, or "green" card.  The "durable identities" 

produced by these documents have certain effects (Torpey 2002): Identification and 

immigration documents both presume guilt and offer a bureaucratic solution to that 

suspicion, so that the state may achieve its “administrative, economic, and political aims” 

(Torpey 2002:166). In Arizona, these political aims include rationing public services by 

requiring the production of official documents that define one’s birthplace, identity, and 

current residence. Broader concerns about entitlement, belonging, and deservingness 

appear to be resolved through these documents. Yet, as others have pointed out (Kelly 

2006), identity and citizenship documents are subject to the uncertainty and 

indeterminacy that is inherent to legal documentation. 

 In the research I present here, it would be a mistake to assume that the meaning of 

immigration documents stops with the determination that a woman is ineligible for 

AHCCCS. Instead, their absence produces uncertainty in many aspects of one's life, 

which affect access to care and health outcomes. I understand Ms. Garza's treatment 

delay as having less to do with her Utah family "ignoring" the diagnosis, and more to do 

with her in/visible status in society. Her account of her family's reaction to the diagnosis 

included details about the work they did to help their mother, such as lying to the clinic 

about Ms. Garza's insurance and immigration status in order to schedule a follow-up 

appointment. Yet, fear seemed to influence their approach too, as when Ms. Garza's 
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daughter was too fearful to call the American Cancer Society for help because she was 

given  the organization's national hotline versus a local number. 

Medical records and new ways of understanding the self 

 Like immigration documents, medical records have practical and symbolic 

meaning. Medical records mobilize individual and collective knowledge. Several women 

in this study developed an increasing awareness of the importance of understanding one's 

documented diagnosis  to make sure you get the best care possible. Ms. Garza lamented 

the time lost when she moved to Arizona without her medical records, which required her 

to attain a second diagnosis; she claims her lump had grown significantly by the time the 

cancer was treated. Another woman, Josefina Amador,  who was dealing with a 

recurrence when she and I met, reflected on her lack of knowledge about her first 

diagnosis and her current diagnosis, explaining that the support group meetings at Mercy 

Clinic were helping her understand the need to press her doctor for details. As they 

moved through treatment, women conveyed an interest and concern for the biomedical 

details of their records, as communicated to them through their providers. In this way, 

medical records played a part in the biomedicalization (Clarke, et al. 2003) of women, as 

they began to understand their bodies in new ways. 

 Furthermore, medical documents have symbolic importance, as they have the 

potential to mobilize human and financial resources around women. As the women I 

spoke with moved through the illness experience, those who were nearing the end of their 

active treatment phase articulated their trust in the network of people and institutions that 

had mobilized around them as a result of their documented diagnosis. Ms. Garza 

explicitly noted the importance of staying in southern Arizona because "I have my 
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medical records here." In this way, while medical records are a reminder of illness, they 

represent a history of access to care and the possibility for future access, as well.  

 Medical records showing a cancer diagnosis helped transform Ms. Flores and Ms. 

Garza's bodies into "resources" that  opened up limited opportunities for charity care via 

the Breast Cancer Foundation funds (see also Fassin and D'Halluin 2005 for asylum 

seekers who transformed their bodies into resources that garnered state recognition). 

Many other cancers do not attract charity funds for treatment, but breast cancer's socially 

"privileged" position enabled non-citizen women to receive treatment while remaining in 

their adopted home, with the support of husbands, partners, and family members and 

without the risk and cost of border-crossing. Yet, these medical records simply garner 

chemotherapy, surgery, or another cancer treatment for the women in lieu of political 

recognition.  

 In addition to the official medical record, which is housed in the medical facility 

where treatment takes place, participants in my research often displayed medical 

documents that they received during their visits. In my last meeting with her, Ms. Flores 

began presenting her lab reports, unprompted, as she described the chemotherapy she 

received. Referring to treatment documents from her oncologist, she articulated an 

understanding of her body and personal agency as it pertained to her health:  

These are the three treatments I am receiving at the hospital. The chemo every 
Wednesday and these are the results of the blood test that day. [The blood test] is 
done before the chemo, and then I see how I'm going, if I have no infection, how 
my body is reacting to the medicine. The nurse gives me a copy so I can compare, 
if I'm too low on something I have to go to the doctor right away. 
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 Using the documents to  frame her a narrative that reflects a new understanding of her 

body, she invoked the data contained therein to describe her cancer treatment in the 

recent past and her anticipated treatment in the near future. 

 As other anthropologists have noted (Kaufman, 2005), medical records may 

structure one's illness experience, with diagnoses and procedures configuring one's 

trajectory. While these records gave Ms. Flores a new understanding of her body and its 

needs, the presence of a medical "paper trail" also connects Ms. Flores and other women 

to a network of health care providers who have provided care in the past and who may 

provide care in the future. This network is strong yet limited: it links medically 

marginalized patients like Ms. Flores to health care institutions but its provision of 

treatment is limited by the availability of charity funding and patients' ability to pay for 

care out-of-pocket. 

Constructing eligibility with financial documents 

 At Mercy Clinic, Saguaro and other safety net clinics, the staff routinely request 

financial documents from their patients in order to determine sliding-scale pay rates, to 

apply for Medicaid funds, and to submit requests for County Medical Access (CMA). I 

describe these eligibility processes in chapters three and four. Briefly, in order to qualify 

for Mercy's  sliding scale, a patient needs a picture ID, proof of income (e.g. paystubs or 

a letter from her employer), and an address. If she does not have any income, she 

completes a third party payer form, in which someone else takes responsibility for her 

expenses. CMA has similar guidelines but requires an additional step if a person is self-

employed: Women who are self-employed or in a semi-formal work environment where 
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they are paid under-the-table must request their employer sign and notarize their 

employment information. 

 However, not every patient is willing to share this information. During a casual 

meeting for coffee with Margo Reid, one of the nurses from Mercy, she spoke to me 

about her frustration with patients who will not submit their financial documents to the 

clinic. It's frustrating when you can see both sides of the situation, she explained, you can 

sympathize with the patient who is suffering but also understand the financial constraints 

of the clinic. She sought a balance between helping patients and encouraging them to do 

as much as possible for themselves. It was therefore expected that patients would turn 

over their financial documents and information to the clinic. The clinic staff 

acknowledged that there's a great deal of trust involved in this disclosure, but staff hope 

the clinic's position as a trusted source of health care makes it a "safe space" for this type 

of information sharing. Ms. Reid's expression of sympathy and exasperation not only 

illustrated her frustration at the patient's lack of trust in the clinic, but revealed the tension 

between the clinic's moral inclination to provide health care to everyone in need and the 

financial constraints of high-cost care.  

 One powerful way in which the state and local health providers act jointly to 

shape patient experience is in the creation of bills for services. These are actionable and, 

as Power (1997) states, establish "organizational legitimacy" and a shared commitment to 

"problem solving." Both Ms. Flores and Ms. Garza described receiving bills that they 

found difficult to pay. Ms. Flores, in particular, was billed the full charge for services, a 

total for which she would be responsible if she did not pay her portion of the bill within a 

specified timeframe. Ms. Flores's current bills helped form her perspective on future 
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treatment, as she anticipated future debt and faced uncertainty about whether CMA will 

pay a portion of her cost. Ms. Flores's medical bills thus shape her behavior toward the 

local health care system (including the CMA program and the hospital that bills her), in 

which Ms. Flores is expected to maintain financial responsibility for her health. The bills, 

therefore, discipline an inherently "disobedient" unauthorized immigrant body (Sandoval, 

2008). By reorienting Ms. Flores's responsibility toward the health care system, the 

billing hospital and the CMA program do the work of the state by disciplining her body 

while they care for it. 

The uncertainty of health insurance  

 Two non-citizen women in this study reported having health insurance in the past, 

yet their narratives reflect the uncertainty of  health insurance coverage experienced by 

many Americans.73 Insurance often comes and goes with job changes, unemployment, 

and company policy changes. One woman, Josefina Amador, had been insured through 

her husband's job but lost that coverage when he had been irregularly employed during 

the past year. She discussed how she felt when she was diagnosed with a cancer 

recurrence while uninsured:  "I felt bad that my husband had no work, we had no 

insurance, we had no money....What was I supposed to do?....I’ve always been afraid of 

having any debts here [in the U.S.]. Everything is so expensive. I [wonder] how I will 

pay." 

 As detailed at the beginning of this chapter, Ms. Flores had recently purchased an 

individual health insurance policy when she was diagnosed with breast cancer. While Ms. 
                                                            
73 Many Americans move in and out of both public and private insurance programs as a result of shifting 
job status (Holahan, Garrett, & Institute, 2009), income (Hill & Lutzky, 2003; Sommers & Rosenbaum, 
2011), program fragmentation or administrative barriers (Lopez, 2005; Price, Boswell, Lessard, & Wood, 
2006; Sommers, 2005), and the cost of individual policies (Sered & Fernandopulle, 2005). 
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Flores felt uncertain the insurance company would pay for her cancer treatment, it was 

unclear whether this was due to her being diagnosed with cancer soon after the initiation 

of the policy or due to the problem of underinsurance, which could find her paying high 

deductibles in addition to a monthly premium. This subtlety appeared to be unimportant 

to Ms. Flores, as either option would be unacceptable.  Her family, "wants to help but 

cannot," she explained, continuing, "In a moment of desperation, my sister-in-law tells 

the doctor to  take her insurance to cure me. The doctor says we cannot do that. There 

was a time when they  did and that is why they are now forbidden to do that. He may lose 

his license. My sister-in-law says, what good is my insurance if I'm healthy and you do 

not have it and could use it?"  

 Pointing to the instability of identity documents, Ms. Flores' sister-in-law's desire 

to loan her insurance card echoes a practice of identity loan that occurs among migrant 

communities in the United States. In a study of migrant farm workers in California's 

Central Valley, anthropologist Sarah Horton (2015) describes how identity documents 

have become a transferable commodity, offering migrants without official documentation 

a way to work in the U.S.  Horton argues that identity documents are collective resources 

to be leveraged for the benefit of the group, following the "transitive property" of 

citizenship that is achieved through family members in the U.S. However, this practice 

makes participants vulnerable to U.S. Immigration and Customs Enforcement (ICE)  

workplace controls that are aimed to penalize workers using loaned documents. In his 

response to Ms. Flores and her sister-in-law's desire to "share" an insurance card, the 

doctor indexes similar official oversight of identity and insurance coverage.  
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Summary: Documents and the management of immigrant bodies  

 In understanding structural vulnerability in these case studies, it is important to 

consider how Nadia and Ynez are, as Quesada, Hart and Bourgois put it, "subjected to 

economic exploitation and cultural insult" (Quesada, et al. 2011). In contrast to the 

concept of structural violence, which Quesada and colleagues argue focuses on the 

effects of economic and class inequalities, structural vulnerability extends these factors to 

include "cultural and idiosyncratic sources of physical and psychodynamic distress" 

(341). The authors argue that individuals become "located" in a particular place in the 

social hierarchy, which affects how they see themselves and their acceptance of such a 

position as "natural."  

 This position may become naturalized yet there can still be protest along with 

acceptance. In our first meeting with Ms. Flores, she commented that the U.S. health care 

system offers great treatments. "But," she concedes, " it’s best for the people who ...were 

born here. But for those of us who come here to work....[trails off]  Even if we have a lot 

of years here and worked hard paying our taxes." She then quickly side-tracked herself to 

assure us that everyone has been helpful since her diagnosis, ensuring us that the 

oncologist gives her all the information she needs and the social worker looks out for her. 

Ms. Flores's ambivalent personal and social position can be seen as well in her difficulty 

determining if she should return to Mexico for treatment or stay in Arizona.  

 As scholars have noted about the management of immigrant bodies, race, social 

class (Johnson 2004), gender, and sexuality (Johnson 2004; Luibhéid 2002) are 

constructed through the enforcement of immigration policies. In these case studies, it is 

possible to see how policy enforcement and thus the construction of race and gender 
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expands beyond the "traditional" entities of enforcement, such as border patrol. In the 

state of Arizona, case workers responsible for administering welfare programs (HB2008) 

and school principals (SB1097) are enlisted to manage inclusion and exclusion. 

Moreover, health care workers employ bureaucratic paperwork to determine inclusion in 

the social and political body as they seek out non-state resources to treat non-citizen 

women with cancer.   

 I suspected that Ms. Garza's documentation status was an issue for her local 

family, making all of them vulnerable outsiders (Johnson 2004). Recent research reveals 

immigrants in the Arizona border region experience intense stress about the immigration 

status of family members (Carvajal, et al. 2012) and  Latinos are more fearful and less 

likely to seek help from or trust authorities after the passage of SB1070 (Hardy, et al. 

2012). In my research, I tried to speak to family members of women living with cancer; 

however, Ms. Garza's daughter avoided me and my research assistant, not returning our 

calls and leaving the apartment when we visited.74  Immediately following our final visit, 

Ms. Garza's daughter drove her to live with another family member in Utah, despite her 

mother's desire to remain in Arizona where she had health care providers who knew her 

and cared for her. 

 I argue here that Ms. Garza and Ms. Flores's experiences of illness are influenced 

by an overarching structural vulnerability due to their non-citizen and unauthorized status 

                                                            
74 Ethnography is an interesting science for what it reveals through what is unsaid, who is interested in our 
research, and who avoids us. It seemed to me that Nadia's daughter avoided me and my research assistant, 
Azucena. I could never confirm this assumption with Nadia's daughter herself. After we made several tries 
to reach her and asking Nadia if she might be willing to speak with us, I gave up and suggested to Azucena 
that she was avoiding us. In fact, although she had the day off from work when we had a scheduled an 
interview with Nadia, she left the apartment before we arrived. That day was our final conversation with 
Nadia, when she informed us that her daughter would be driving her to Utah because "they don't require 
documents as much" as they do in Arizona. 
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in the U.S. Moreover, documents such as financial records, medical bills, and medical 

records mitigate and reinforce inequalities, which places them within "diverse networks 

of power relationships and effects" (Quesada, et al. 2011:341) that shape vulnerability. 

The clinic and hospital and its staff are constrained by multiple state and institutional 

requirements for legitimization. As I describe above, while Mercy staff are implicated in 

the reproduction of inequality, they also challenge it. They use financial documents to 

slot uninsured (and potentially undocumented) patients into sliding scale or discount 

health care. They acknowledge the fact that citizenship documents "mean something" and 

try to find ways to side-step conventional processes of state-funded cancer care for the 

uninsured. In doing so, they are also aware of the clinic's vulnerability. Josie Castillo, the 

manager of patient services, told me that the clinic fields many calls from people who are 

opposed to undocumented people receiving care there. "But what can you do?" she asked, 

rhetorically. One of the Mercy doctors commented that he wishes they could stand 

outside the clinic facing the major street where the building sits and protest the unfair 

treatment of people without documents.  "But," he concluded, "we can't do that!" To do 

so would put the clinic at risk, expanding the field of vulnerability from the individual 

undocumented body to the collective body. 

 Using documents as a way of understanding the experience of undocumented and 

non-citizen women with cancer offers one view, amidst many possible views, of the 

production of inequality. It is my hope that in examining how these documents intersect 

with social hierarchies and produce embodied inequality, these seemingly "objective" 

documents will become humanized through the narratives of Ms. Garza and Ms. Flores. 

Yet, there is a tension in this project if, as in these cases, objectification may assist 
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women in getting the cancer treatment they seek: Documents that define Ms. Garza and 

Ms. Flores as medically uninsured bodies with breast cancer construct them as 

"deserving" of charity funds, while minimizing other aspects of their lives, such as their 

undocumented and non-citizen status. In these stories, is there a benefit to being invisible 

to the eyes of a state that distinguishes between citizens and non-citizens, not simply for 

public entitlements, but also for the right to reside in the U.S.? In the next chapter, I 

expand on the idea of invisibility, highlighting the benefits and  risks of U.S. citizen 

women's work being visible to the state.  
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CHAPTER SIX—UNCERTAIN ENTITLEMENTS AND THE INVISIBILITY OF 
CARE 

 

 Five months after I first became acquainted with Patricia Lind, she accepted my 

offer to give her a ride to one of her many follow-up visits with her oncologist. Ms. Lind 

had recently finished seven weeks of daily radiation therapy following surgery and 

several months of chemotherapy to treat stage III breast cancer.  This particular summer 

afternoon, she was due to have a blood draw—a "CBC" (complete blood count)—and a 

brief check-in with her oncologist, who was coordinating much of her specialist treatment 

out of his office. While I waited for Ms. Lind in the pastel-hued  lobby, I perused the 

tattered copies of People magazine sitting adjacent to (less tattered) copies of Cure 

magazine, which contained long-form scientifically detailed lay articles about cancer, 

interspersed with advertisements for pharmaceuticals. Affixed to the wall, the lobby’s 

brochure holder contained educational literature from the American Cancer Society, 

pharmaceutical companies, and local health care organizations. There were brochures in 

English explaining how patients might manage food aversions and other side effects of 

chemotherapy treatment, next to brochures that answered the question, "How do you 

determine if you should have genetic testing to predict a recurrence?" Brochures about 

hospice care and grief counseling sat next to pink Novartis pharmaceuticals booklets that 

presented studies that showed their drug Femara's effectiveness for preventing breast 

cancer recurrence.  

 At home, Ms. Lind collected many of these brochures in a notebook specifically 

designed by a local non-profit for managing the many details of cancer treatment. She 

referenced this notebook frequently, at one point during our first meeting pulling out a 
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multi-page glossy patient education booklet about an oral chemotherapy medication 

called Xeloda. Noting that she took four 500 milligram pills twice a day after her every-

three-week in-clinic infusion, she commented "that's 2,000 milligrams; that's a lot." 

Trying to explain her feeling that "this chemo is a lot harder than the last," Ms. Lind 

leafed slowly through the brochure, seeking the list of side effects her providers had 

warned her about. Finally, I asked her, "Have you been feeling a particular way that you 

attribute to those pills?" Quickly she responded, putting the brochure down: "Oh yeah. 

Oh yeah! My fingers are all tingly. I have been up since…I went to sleep at 9 o’clock 

[pm], I woke up at 12:45 [am]. And between 12:45 and quarter to 5 [am], when I finally 

went back to sleep, I spent most of the time [scratching] because I’ve been itching so 

bad!" Despite the lack of sleep, she was out of bed in time to drive her mother to a 

morning senior activity at their church.  

 Desert Cancer Center and other clinics hold chemotherapy and radiation classes to 

educate patients about how these therapies are performed in the clinic and to prepare 

patients and their families for the effects they have on the body. A chemotherapy class 

might warn patients about "taste changes" but emphasize that good nutrition during 

chemotherapy is important to nurture your healthy cells. Ms. Lind also had "taste 

changes," explaining that damage to her taste buds during her first round of 

chemotherapy made textured food  taste like "cardboard." Potato soup, she explained, 

"would go down without any problems," and because it was thicker than other soups, it 

was satisfying. Commenting that many soups tasted like water during this time, she 

explained that she could taste chocolate, so she wanted to eat chocolate ice cream at 

every meal. She exclaimed, "I couldn’t sit there and eat ice cream all the time!...[And] 
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well, we just couldn't afford it." So, she alternated appealing foods, eating, "ice cream 

and pudding and jello and potato soup." And, her food stamp benefits assisted her in 

occasionally buying expensive canned nutritional supplements.  

 Ms. Lind's illness experience, like that of other people living with cancer, was 

influenced by many social factors: information produced and disseminated by many 

biomedical actors, such as infusion nurses who educate patients about their care or 

pharmaceutical companies that produce booklets about medications; a household budget 

that circumscribed her choices of foods she consumed; recently instituted co-payments 

required by her publicly funded insurance policy, among other factors. In this chapter, I 

argue that these social factors construct cancer patients as certain types of patients and 

health care consumers. Following Briggs and Hallin (2007) who examine the discursive 

production of "publics," I use Ms. Lind's experience to analyze the ways in which health 

policies, medical information, and social inequalities shape low-income women's lived  

experience of cancer, paying close attention to the gaps that emerge.75 In doing so, I 

continue my analysis of the multiple overlapping oppressions that structure individuals' 

experience of health (Quesada, et al. 2011), while continuing to problematize "access" to 

treatment.  

                                                            
75 Briggs and Hallin note that health communication sits amidst a broader array of media that conform to 
"the neoliberal model of biocommunicability, [in which information] appears in a highly positive form, as a 
happy world where biomedical science produces a cornucopia of choices which enable consumers to 
realize healthy lifestyles" (2007:53).  Here, I use their idea about biocommunicability to illustrate how 
Patricia's experience may differ from what is depicted in pharmaceutical company's marketing information 
or from the expectations of an infusion nurse educating his patient about how to manage severe side-effects 
of treatment.  
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The moral economy of market-based health care and the work of health  

 Within the "medical management" model of health policy, the patient is the expert 

who engages with her health care, using the skills and knowledge necessary to achieve 

wellness (Greenhalgh 2009).  This expertise involves balancing the works of illness—

scheduling and attending appointments,  managing side-effects, and finding and 

maintaining resources for treatment—within the context of one's ongoing life. For 

instance, taking three hours away from work for a chemotherapy infusion may not be 

feasible in employment where a woman has little personal autonomy and she is paid by 

the hour. Maintaining a sense of normalcy and managing one's emotions might be 

necessary if a woman is  to limit her vulnerability on the job or to reduce her family's 

concern at home. Keeping track of bills and understanding enough about the risks and 

benefits of therapies to engage in shared decision-making are time-consuming tasks that 

require initiative, organization, and, often, diligent follow-up (to use examples from my 

fieldwork, with inspiration from Corbin and Strauss 1985; Eaves, et al. 2014; Nichter 

2002; Nichter 2005).   

 Furthermore, the patient-expert model may not include the very important 

influence of other actors and responsibilities in a woman's life. For instance, while 

researchers have noted the role of families and support networks in the management of 

disease (e.g. Greaves, et al. 2011; Marshall, et al. 2013; Marshall, et al. 2011b; Perez 

Siwik, et al. 2012) or end-of-life care (Kwak and Haley 2005), much literature on 

medical decision-making focuses on the doctor-patient dyad (Charles, et al. 1997). At the 

same time, some researchers have recognized that  personal and kin networks may shape 

health outcomes (Goodwin, et al. 2001; Gustafson, et al. 2001) and decision-making  
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(Armin 2006; Arora, et al. 2007). Few studies have teased apart the precise influence of 

social interactions, family relationships, and household responsibilities on medical 

decision-making (but Mykhalovskiy and McCoy 2002; Sinding and Wiernikowski 2009 

are notable exceptions).76 

 Determining and maintaining eligibility for public or charity programs can 

involve work as well. As previous research has demonstrated, public insurance enrollees 

often drop coverage although they continue to be eligible (Sommers 2005a; Sommers 

2007; Sommers 2009) because they are unaware of the need to re-enroll (Price, et al. 

2006) or they do not respond to the recertification notification (Hill and Lutzky 2003). A 

study of SCHIP programs (State Children's Health Insurance Programs) conducted by 

The Urban Institute found that enrollees were confused about the process for re-

enrollment, systems were uncoordinated so that families eligible to move to Medicaid are 

unsure how to do so, and people were "pruned" from the rolls when they did not respond 

to renewal correspondence (Hill and Lutzky 2003). 

 Following, I focus on the stories of two women who were uninsured until being 

diagnosed with breast cancer, at which time they became eligible for AHCCCS under 

Arizona's Breast and Cervical Cancer Treatment Program. While certainly these women's 

experiences and expectations differ from those of the women in my study who were non-

citizens and/or undocumented, I do not offer their stories solely as a point of contrast. 

The vulnerabilities that I highlight in these case studies may be shared by immigrant 

                                                            
76 Researchers such as Carolyn Ells and colleagues (Ells, et al. 2011) argue that patient-centered care 
should engage with the concept of "relational autonomy," which acknowledges that individuals are 
embedded in social relationships that form their identities. Rather than assuming a single rational-actor 
decision-maker, providers should acknowledge that individuals' ideas of their autonomy and self-identity 
are dynamic. Creating a supportive and respectful environment in which people can exercise autonomy will 
enable them to make decisions based on their sense of self and values.  
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women in similar or different forms. I hope to describe a continuum of human experience 

and a nuanced understanding of the illness trajectory that illuminates overlapping 

inequalities. In this chapter I examine the vulnerability arising from 1) low-wage, non-

benefitted, part-time employment; 2) the lack of social and economic recognition of care 

work in the home, much of which falls to women (Chant 2008; Ehrenreich and 

Hochschild 2003; Gerstel 2000; Gerstel and Gallagher 2001; Press and Townsley 1998); 

and 3) social welfare programs that are subject to policy changes, misunderstandings, and 

parsimonious eligibility guidelines. I begin with Linda Cavanaugh's story and then return 

to expand upon Ms. Lind's experience to show how the invisibility of people's work 

serves to limit the state's responsibility for ensuring access to health care and social 

welfare for all.   

Linda Cavanaugh: managing home and illness 

 Linda Cavanaugh's story reveals a trajectory shaped by the contingencies of 

disease management, paid employment, uncompensated care work in the home, and the 

precariousness of public insurance benefits. I met 62-year-old Ms. Cavanaugh shortly 

after she had undergone a mastectomy to treat Stage I breast cancer and she was planning 

to have breast reconstruction surgery. Ms. Cavanaugh was prescribed Femara, an anti-

estrogen drug, for five years. Based on the results of her surgery and her lab results, her 

doctor decided that chemotherapy and radiation were unnecessary.  Ms. Cavanaugh, a 

citizen of the U.S., was luckier than several non-citizen women in my study because her 

treatment—including the reconstructive surgery—was paid for by the state of Arizona's 

special AHCCCS coverage for women who are diagnosed through Well Woman. She 

explained that between her deceased husband's social security check and her part-time 
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wages at a local call center, Ms. Cavanaugh made too much money to qualify for regular 

AHCCCS.77  

The uncertainty of public benefits 

 During our second meeting, Ms. Cavanaugh was concerned about renewing her 

AHCCCS benefits. She told me that she was supposed to be covered on AHCCCS for 

five years, until she finishes the Femara treatment. But since she received a letter letting 

her know it was time to renew, she did the renewal. Ms. Cavanaugh, like Ms. Lind, 

assumed that only breast cancer treatment was covered by the AHCCCS coverage 

received via Well Woman,78 so she was interested in trying to qualify for "full" AHCCCS 

coverage. Because she did not work outside the home for nearly half a year after the 

mastectomy surgery, she thought she might qualify for "expanded AHCCCS." When I 

asked her if she succeeded in qualifying, she sighed, a deep sigh that, later I understood 

to be a reflection of frustration with AHCCCS's eligibility process as well as her 

workplace. She explained that AHCCCS needed six paystubs, which she did not have, so 

she asked her work to fax a letter containing her salary information. The letter indicated 

that she earned $1000 a month, when she says, she knew she was only making about 

$800 a month. I asked why they would have sent an incorrect amount and she replied, 

                                                            
77 As a reminder, at the time AHCCCS beneficiaries could not make more than the federal poverty line, 
while the income threshold for AHCCCS coverage for women diagnosed through the Well Woman 
program was higher: Women could make up to 250% of federal poverty line. 
  
78 After hearing from several people that the WellWoman AHCCCS policy covers only breast cancer 
treatment, I spoke a representative in the statewide AHCCCS office. She clarified that women who are 
eligible for public insurance because of their diagnosis through WellWoman receive all the same benefits 
as "standard" AHCCCS enrollees. I met with Linda and told her my finding, but she insisted that the letter 
she received conferring AHCCCS benefits stated explicitly that she qualifies for cancer-related care only. 
Because she could not find the letter, we were unable to confirm this during our meeting.  
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shaking her head, “I don’t know.” Ms. Cavanaugh believed that this error cost her 

expanded AHCCCS coverage.  

 In our meetings, Ms. Cavanaugh expressed some confusion about the type of 

benefits available to her on the AHCCCS program and pointed to numerous incidents in 

which she spent time calling her providers or contacting AHCCCS in order to get the care 

she was told she needed. Several times, Ms. Cavanaugh was made to await final word 

about whether she would be responsible for payment. She appeared frustrated by her lack 

of control over the outcome, since it was the staff in her doctor's office who were 

responsible for submitting paperwork to prove the medical necessity of these treatments. 

During our first meeting, Ms. Cavanaugh told me that she was unsure that AHCCCS 

would pay for an osteoporosis prescription. Her doctor prescribed it to prevent further 

bone density loss caused by post-surgery treatment with Femara. At the time, she was a 

bit concerned because her doctor had not yet put in a claim for the medication. She was 

hopeful that AHCCCS administrators would see this medication as integral to her cancer 

treatment. Previously, AHCCCS denied a claim from a genetic testing company for 

testing her breast tissue. She explained that the doctor neglected to tell AHCCCS that the 

test would determine her treatment, not whether she was a carrier of a particular gene. 

Although a quick call to her doctor's office clarified that the lab would do the test for free 

in this instance, Ms. Cavanaugh did not seem appeased until she received written 

confirmation of this from the lab five weeks later.  

Caring for an elderly relative 

 Ms. Cavanaugh lived with and cared for her aging mother. While her mother was 

a healthy 89-year-old, Ms. Cavanaugh made it clear that she did most of the work around 
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the house. When I interviewed Ms. Cavanaugh's mother, Lydia Coleman, Ms. Cavanaugh 

was in the room and continuously interjected during our discussion. Therefore, the 

narrative of their life together was jointly constructed by Ms. Cavanaugh and Ms. 

Coleman, with Ms. Cavanaugh simultaneously commending her mother's helpfulness 

while acknowledging its limits, and with Ms. Coleman confirming her physical and 

mental limitations. When I asked Ms. Coleman how she helped Ms. Cavanaugh around 

the house, Ms. Cavanaugh downplayed the amount of help she needed after the 

mastectomy, explaining that, when she needed assistance, her brother came to town to 

help out. Ms. Cavanaugh decided that her mother should not drive because older people's 

"reaction time just isn't what it used to be." Moreover, she commented, she was not 

comfortable being at work and worrying about her mother driving. Ms. Cavanaugh 

explained that she plans ahead, making sure to get enough groceries so that her mother 

will not need to leave the house. While Ms. Cavanaugh acknowledged her mother's 

helpfulness folding clean clothes, vacuuming, and cooking, Ms. Coleman conceded that 

she is not able to do much vacuuming or cooking because of pain in her back. 

 Ms. Cavanaugh returned to her paid employment after taking six months off to 

recover from the mastectomy and breast reconstruction. Ms. Cavanaugh worked the 

swing shift (2pm to 10 pm) at a call center, a major business concern in the state of 

Arizona (Hoffman and Rex 2012).79 As an "outgoing" call center, Ms. Cavanaugh and 

her colleagues administer surveys for a variety of clients. She explained that her work 

hours are not guaranteed; she officially works 28 hours per week, but in reality, due to 

shift changes, she generally works about 23 to 25 hours a week. Her supervisor often 

                                                            
79 Call centers, a rapidly expanding method of consolidating customer service operations, offer employees 
very little autonomy (Zapf, et al. 2003), job security, salary, and career development (Gorjup, et al. 2007). 
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sends staff home before the end of their shift if they are not making enough calls or if it is 

slow. Despite this employer-imposed flexibility, Ms. Cavanaugh found it difficult get 

time-off to manage her health. Shortly after she was diagnosed with breast cancer, she 

requested time-off for doctors appointments but was hesitant to inform her supervisor, 

whom she called a "bully," about the specifics of her condition. Her supervisor refused to 

take her off the schedule, claiming that the business was too busy at the time. In tears, 

Ms. Cavanaugh appealed to another supervisor, who helped her secure some time off. 

Her current workplace does not offer health insurance, although Ms. Cavanaugh 

acknowledged she has had insurance in the past, such as when she worked in the hotel 

industry or for a nationwide home improvement store.  

 Ms. Cavanaugh dismisses her own work caring for herself and for her mother in 

much of the way that, structurally, her work is often invisible to others. While Ms. 

Cavanaugh 's health outcome was good—during the course of our meetings, she was 

cancer-free and "adherent" to her five-year Femara (anti-estrogen medication) regimen—

her illness trajectory was formed by political, social, and economic conditions. Her 

structural vulnerability (Quesada, et al. 2011) was shaped by her occupational status, lack 

of health insurance, and gender. These social categories and their contingencies contour 

Ms. Cavanaugh's illness-related work, which included managing anxiety about bills, 

keeping up on illness-related paperwork, caring for her elderly mother, maintaining a 

home, and ensuring the continuation of her paid work outside the home. 

 Ms. Cavanaugh, like many other women in this study, was eligible for special 

treatment funding due to a breast cancer diagnosis. Unlike the non-citizen women 

discussed in chapter five, she was entitled to  and received publicly funded breast cancer 
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treatment, yet these benefits were ill defined and felt precarious to her. In Ms. 

Cavanaugh's experience, one can see the interaction of the moral economies of breast 

cancer management and market-based health care, which produce her vulnerable state. 

On the one hand, Ms. Cavanaugh received "access" and "opportunity," while on the 

other, she was subject to the rationing and cost-containment processes of market-based 

care. 

Patricia Lind: Uncertainty and treatment delay 

 Forty-nine year old Patricia Lind also lived with her mother in a low-slung 

painted-brick ranch-style house, like many of the homes in the city. Since Ms. Lind 

worked part-time as a middle-school crossing guard, I met her on a day when the local 

public schools give their students several days off  for a citywide festival. Ms. Lind's 

part-time schedule enabled her to be available for her mother Eileen Lind in the middle of 

the day, when she might take her to doctors appointments or to church gatherings. The 

elder Ms. Lind is legally blind and debilitated by severe scoliosis and osteoporosis, 

requiring physical assistance and frequent trips to the doctor. Several years prior to our 

meeting, Ms. Lind modified her work schedule to spend more time at home with her 

mother when the doctor advised against leaving her alone for long periods of time.   

Undocumented yet entitled 

 Because she did not have job-based insurance nor the money to purchase a private 

plan, Ms. Lind was uninsured until she was diagnosed with breast cancer through Well 

Woman. At the point of diagnosis, she qualified for AHCCCS, which paid for her 

treatment. Ms. Lind was unsure why she qualified for AHCCCS suddenly after several 

previous failed attempts to get enrolled in the program. She had begun applying a couple 



152 
 

 
 

of years before when she noticed a lump like "a hard wad of gum" in her breast. Although 

the details about her previous attempts to qualify are sketchy, Ms. Lind told me that she 

had been rejected because she did not have a U.S. birth certificate, having been born in 

Canada, with a move to the U.S. with her mother when she was seven. Commenting "the 

U.S. government doesn't see me as an American citizen," she described seeking her birth 

certificate by enlisting the assistance of her local congressperson's office. She also filled 

out paperwork requested by the U.S. "Immigration and Naturalization" office.80 Still, her 

repeated applications to the AHCCCS program were met with "you have to prove that 

you're an American citizen." Eventually, however, with her last application, she said, 

"Finally, they said, okay we’ll try to push it through and we’ll try this and try this and try 

this and they kept trying and nothing happened, but finally it did!" Ms. Lind did not ask 

what happened to change her eligibility, because as she stated, "don't want to push!" 

 She explained that when she could not initially qualify, Ms. Lind saw her mother's 

nurse practitioner at the elder Ms. Lind's suggestion. According to Ms. Lind, " She didn’t 

look at it [the lump] at all; she didn’t examine it" but she prescribed regular applications 

of iodine to shrink the tumor. Ms. Lind diligently applied iodine and then, she said, 

"After three months, [I thought] it’s not helping! It’s getting bigger, it’s not 

helping!...Finally, I said, you have to see this, you have to touch this, feel this. " At Ms. 

Lind's urging, the nurse practitioner manually examined the lump and recommended a 

mammogram. Ms. Lind paid for a mammogram, the facility found what they thought was 

cancer, and they referred her to the Well Woman program. Explaining that the tumor was 

4.5 centimeters when she was diagnosed almost two years after feeling the lump, she 

lamented, "If AHCCCS had said that they would accept me [when she first applied], I 
                                                            
80 I believe she was referring to U.S. Citizenship and Immigration Services. 
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would have had that tumor out when it was one centimeter. If my mother’s nurse 

practitioner had actually looked at it, I would have had it out three months earlier." 

Managing multiple therapies 

 Ms. Lind had pre-surgery chemotherapy and a mastectomy, including surgical 

removal of her left breast along with 17 lymph nodes, 14 of which showed evidence of 

cancer. These procedures were all covered by AHCCCS. When I met her, she had just 

begun a second, post-surgery phase of chemotherapy, which was, in her words, "a little 

harder." At this first meeting, she described a fitful night's sleep the night before because 

she "itched real bad," a side effect she attributed to the particularly difficult 

chemotherapy regimen. Despite her lack of sleep, Ms. Lind demonstrated for me the 20 

exercises prescribed to her by her surgeon and physical therapist to reduce lymphedema 

and improve her movement. Throughout her treatment, and despite painful nerve damage, 

Ms. Lind continued to exercise twice a day, using the movements assigned to her by her 

physical therapist. When she began radiation therapy, though, she stopped going to 

physical therapy because these appointments required her to travel 32 miles roundtrip, 

making her twice-a-week PT appointment an untenable task in conjunction with her daily 

visits to the radiation facility after work.  

 Ms. Lind kept two binders of all documentation related to breast cancer diagnosis 

and treatment—these were "bills" or explanation of benefits documents from her 

Medicaid plan, copies of lab reports, and medical records—which she referenced when 

describing her treatment.  She also requested reports from her doctor's office at each visit, 

showing me the report from her surgery, noting with particular pride that her surgeon 

"goes into detail." She received a notebook from the Well Woman program in which she 
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kept resources given to her by her oncologists or pharmacists, but she carried a smaller 

black notebook containing photocopies of her medical records to her various 

appointments. The black notebook enabled her to be aware of the multi-specialist care 

she received and advocate for herself, if necessary. For example, she described being able 

to tell her provider  what her normal blood pressure is if her reading seemed high on the 

day of her visit. 

Monitoring costs, examining medical bills 

 Acknowledging "it’s a good thing we have insurance, because if not, we’d spend 

the rest of our lives paying this bill," Ms. Lind appeared almost giddy at her good luck as 

she counted off the cost of her drug therapy—paid for by Medicaid—thus far: 

"Docetaxel, 1 mg is $7,650.  Neulasta is $8,366." At the same time, she minimized the 

significance of co-payments for which she was responsible: $5 per daily radiation therapy 

office visit seemed a pittance when she examined the overall cost of care.81 However, the 

35 separate co-payments were too expensive for her to handle on a daily basis, so she 

arranged to pay the $165 owed to the radiation oncologist's office through an installment 

plan. This was in addition to another installment plan Ms. Lind paid at the same time for 

a $237 pathology report that was not covered by Medicaid. Ms. Lind noted that, without 

Medicaid, a generic prescription for her five-year course of "estrogen blocker" 

(Letrozole) pills would be more than $600 for a thirty-day supply. Ms. Lind clarified for 

me her thinking about these costs: "[This] means I cannot get another job for five 

years....I have to keep this job because, if I make more money, it means I lose 

                                                            
81 During fieldwork, AHCCCS implemented a co-payment requirement in order to reduce costs to the 
system and to generate "responsibility" among  recipients (Reinhart 2011). 
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Medicaid."82 To supplement her part-time income, which hovers just above Arizona's 

minimum wage83, she has SNAP "Food stamp" benefits. During the school year, she 

received the minimum benefit per month—$16—while during summer, when she was 

unemployed, she received more than $100 per month. However, she conceded, even the 

$16 was very helpful  for purchasing the expensive nutritional drinks she needed during 

chemotherapy. These meager benefits are not sufficient for their needs, so she and her 

mother make monthly trips to the Food Bank to make ends meet. 

Relational decision-making 

 Ms. Lind spoke about her treatment decisions using the first person plural, "we," 

which emphasized the intersubjective negotiations between her and her mother about Ms. 

Lind's health and health care decisions. In fact, in our final meeting, after months of Ms. 

Lind telling me that she planned to have breast reconstruction surgery, she confided that 

she wouldn't be having the surgery after all during her winter break from school. Instead, 

she would have the surgeon remove the unaffected breast. When I asked about her 

change of mind, she replied, "[the reconstruction is] too much stress on the body and too 

invasive of surgery. It would be upsetting to both of us [Ms. Lind and her mother] and so 

we decided we’re just going to take out the right breast." 

 As we discussed her decision to have a prophylactic mastectomy in lieu of 

reconstruction, our conversation unearthed a variety of concerns that shaped her thinking. 

While Ms. Lind's decision to remove her unaffected right breast was shaped by the 
                                                            
82 Later, Ms. Lind conceded that because she is receiving treatment through the Breast and Cervical Cancer 
Treatment Program (BCCTP), she might be able to make a little money "over the limit" but her insurance 
would not be cancelled. Ms. Lind was unaware that the eligibility guidelines for the Breast and Cervical 
Cancer Treatment Program were higher—250% of FPL—than those of "regular" AHCCCS.  
 
83 While Ms.Lind and I did not discuss the specifics of her salary, job postings for crossing guards in the 
city's school district put the salaries at $8.55 to $8.88, a bit more than Arizona's $7.80 minimum wage.   
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invasiveness of the reconstruction procedure, she also shared with me her hesitance to 

have an elective procedure that would limit her mobility for a year's time. While Ms. 

Lind was recovering from the mastectomy, she and her mother were happy to request that 

visitors to their home lift a box or move a piece of furniture during their visit. However, 

as her mother's helper, it seemed unfathomable to Ms. Lind that she would be prohibited 

from lifting more than five pounds for an entire year as a result of elective surgery. At the 

same time, Ms. Lind was hopeful that removing her currently unaffected breast would 

reduce the risk that cancer could return to her body. 

"Who would take care of my mother?":  Dividing one's self-care with that of 
another 

 Of the women I interviewed, Ms. Lind and Ms. Cavanaugh were the only two 

women who cared for an elderly parent in the home; however, several participants also 

cared for younger members of their extended families, such as grandchildren, nieces, or 

nephews. This care-work is socially invisible yet utterly necessary, its social value elided 

by ideologies of work and gender (Uttal 2006). Here, I would like to draw a parallel 

between Ms. Lind and Ms. Cavanaugh's care work in the home and the sentimental work 

of staff in the clinic, whose work facilitating patients' trajectory in the clinic is essential 

to  the operation of market-based medicine. Ms. Lind and Ms. Cavanaugh did not 

describe tending to their mothers' health needs, per se, but instead discussed the day-to-

day care-giving activities that contribute to an individual's well-being and quality of life: 

driving their mothers to doctor's appointments, grocery shopping for the household, 

cleaning and managing the home, and making sure their mostly home-bound mothers had 

opportunities for socializing. Ms. Cavanaugh explained that she successfully balances her 

treatment obligations and care for her 89-year old mother by being "very organized." She 
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described how she planned ahead by purchasing enough groceries to last the household 

while she was recovering from surgery, arranging rides for herself and her mother as 

necessary, and cleaning the house in preparation for being physically compromised for a 

few days.  

 As others have noted, much of the care work performed by women, in particular,  

is essential to the operation of capitalism (von Werlhof 2007) and it enables the 

household to absorb the loss of state-funded social programs (Mills 2003).  It is estimated 

that one in two of all working people in the U.S. care for an ailing relative (Aumann, et 

al. 2010), but women take on much of the social burden of caring for the elderly and 

infirm.  Sixty-seven percent of family care-givers are women (Bookman and Kimbrel 

2011) and although the gap between men and women who identify as care-givers shows 

signs of closing, women report more regular care-giving responsibilities than men and 

also spend more time fulfilling those responsibilities (Aumann, et al. 2010).  

Furthermore, low-income people are more likely to take on the care-work for an elderly 

parent themselves, instead of paying for formal care-work (Bookman and Kimbrel 2011).  

 At the same time, low-wage workers are less likely to receive supports from their 

employers that can assist them in providing care (Waldfogel and McLanahan 2011). 

Moreover, women are more likely than men to reduce their hours or quit paid work to 

care for a relative (Bookman and Kimbrel 2011). Although she worked part-time as a 

crossing guard, Ms. Lind told me she decided to "stay home" with her mother after the 

elder Ms. Lind's physician told her she should not be left alone. Her work schedule made 

it possible for her to be there for her mother during the day:  "She knows that after 10 
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o’clock in the morning and before 3 o’clock in the afternoon she can make any [medical] 

appointment she wants and I’ll be there to take her. She likes that." 

 In addition to these daily responsibilities, women may make treatment decisions 

in collaboration with and in consideration for the people for whom they care. Ms. Lind 

consulted with her mother about her treatment and her mother interjected frequently from 

the adjoining room during our interviews. As Ms. Lind explained to me her reasons for 

deciding to remove her unaffected breast for both prophylactic and cosmetic reasons, her 

mother explained that the planned mastectomy will even out her chest so that she can 

wear form-fitting "princess" dresses. Unlike the "autonomous patient"  celebrated in  

decision-making literature, Ms. Lind seemed to make her decision based on family and 

household well-being. And, Ms. Cavanaugh told me she was glad to have the option for 

rapid outpatient surgery, asking, rhetorically, "Who would take care of my mother?" 

 Ms. Lind and Ms. Cavanaugh's decisions about health care potentially affect their 

own health outcomes as well as their mothers' health and well-being. Pointing to research 

that reveals the interconnectedness of the health outcomes of caregivers and care 

recipients, Rhonda Talley and John Crews (2007) have outlined care giving as a public 

health issue. The authors recognize the importance of understanding the care-giving 

relationship within its political and economic context, yet they acknowledge that further 

research about the health characteristics of care givers is necessary in order to develop a 

robust public health approach to supporting them. 
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Self-Sufficiency, Work, and Entitlement Programs 

 This care work, however, does not take the place of work outside the home for 

compensation.  Most of the women with whom I spoke described working for wages, in 

either part-time or informal work, before and/or during cancer treatment. At the time of 

this research, none of the women with whom I spoke had full-time regular work, two had 

part-time regular work, two had irregular/contingent work, and three were unemployed.84  

Like the clinic staff described in chapter four, the Medicaid-eligible women with whom I 

spoke were overwhelmingly aware that a salary fluctuation can affect one's ability to 

qualify for public benefits to supplement a low income.85 Patricia  articulated an 

awareness of this problem when she told me that she will not be able to get a new job for 

at least five years, while she finishes her course of Letrozole pills, commenting, "This is 

just a tiny pill and it costs a fortune!" Her observation incisively illustrates the sensitivity 

of public benefits to income and their corresponding insensitivity to the burden of these 

costs on patients. While income might increase enough to lose benefits, it may not 

increase sufficiently to pay the high cost of cancer care.86  

 While part-time or contingent work provides flexibility, it is also less likely to 

provide benefits, such as private health insurance. Ms. Cavanaugh described an official 

                                                            
84 The uninsured category includes an undocumented woman who quit her job when her illness made the 
physical requirements of the work untenable, a U.S. citizen woman "on unemployment" due to a job loss, 
and a 64-year-old undocumented woman who lived with her daughter and cared for her young grandson. 
 
85 One participant, who finally qualified for Medicaid through the "spend down" option, commented that 
her unemployment check put her $56 over the eligibility guidelines. 
 
86 The Affordable Care Act will ensure that patients who no longer qualify for Medicaid due to increases in 
income will have the option to buy government subsidized policies. Researchers project that low-income 
people may suffer frequent eligibility changes with fluctuations in income (Sommers, et al. 2014; Sommers 
and Rosenbaum 2011) ,  highlighting the potential confusion and gaps in coverage when people transition 
from one insurance policy to another.  
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work schedule of 28 hours that often gets cut when the call volume slows. Varying work 

hours—particularly among part-time hourly workers—is a way that managers ensure that 

labor meets the demand;  as noted by researchers, this transfers the risk from the 

employer to hourly workers (Lambert 2008). Ms. Cavanaugh's work at a call center 

involved part-time and fluctuating hours, but her household income—including her 

deceased husband's and her mother's social security checks and her own wages—would 

keep her from qualifying for AHCCCS once she passes the five year coverage limit for 

breast cancer.87  

 Prior to qualifying for public insurance after the breast cancer diagnosis, several 

women described paying for health care out-of-pocket, setting up payment plans and 

paying off a balance a little at a time for major health costs, using sliding scale 

community clinics, and visiting "Minute Clinics" in pharmacies for minor health care 

needs. Ms. Lind initiated conversations with providers about her inability to pay and her 

desire to pay off her debts. When she received a $500 pathology bill that was not covered 

by Well Woman or AHCCCS, she said, "I called them and told them that I can’t pay 

$500 and we worked it out to $237. So I’m willing to pay that. I’ll have it paid off by the 

middle of March. " This debt was one of two that she discussed with me during our 

visits.88 Unlike Ms. Lind, who did not have a regular source of health care prior to the 

breast cancer diagnosis, Ms. Cavanaugh paid on a sliding scale for routine primary care at 

Mercy clinic. Like Ms. Lind, she described receiving surprising medical bills, such as the 

                                                            
87 Due to serendipitous timing, Linda will likely qualify for Medicare when her AHCCCS coverage expires.  
 
88 As can be seen in Ms. Lind's description of out-of-pocket medical costs, health insurance often does not 
cover all costs of care. Researchers in Massachussets have found that despite health reform and "universal" 
insurance coverage, the out-of-pocket cost of care is still burdensome for low-income patients (Clark, et al. 
2011). 
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time a trip to the Emergency Department for a persistent cough resulted in a bill for 

$1,200. Stunned by the cost, which was not explained to her during the visit, and unable 

to pay the full amount, Ms. Cavanaugh called the hospital. After submitting "lots of 

paperwork," including a notarized letter from her neighbor attesting that she and her 

mother live in the house, the hospital discounted the bill for her and she paid it.  

 Although the cost of cancer care was daunting to most, the employed women with 

whom I spoke expected  to pay for some or all of their cancer therapy. Ms. Lind seemed 

relieved that expensive cancer treatment was paid for by public insurance; yet, she 

maintained a commitment to "self-sufficiency."  When I asked her for her thoughts on the 

U.S. health care system and the plight of uninsured patients with serious health 

conditions, she commented: "If [patients] don’t have insurance and they have an 

emergency, I think that they should be able to go in, have the surgery and make 

payments. At least, [the hospital] could make the payments reasonable enough so that 

they can have the surgery and make the payments….maybe work out a plan. " Ms. 

Cavanaugh echoed a desire to pay for her own health care, describing the system used by 

Saguaro and Mercy Clinics, where she received her primary care:  “Why can’t it all be 

sliding scale? You pay what you make? It works for me! If you make more money then 

you pay more money."  

 A recent report by the Women's Foundation of Southern Arizona (citation, 2012) 

examined the income necessary to be "self-sufficient," meeting basic needs such as food, 

shelter, and health care. The report determined that eight out of the ten most common 

occupations in the state have median wages that are below the self-sufficiency standard 

for a family of three (one adult and two children). The authors acknowledged that public 
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programs, such as AHCCCS, can help families and individuals meet their needs when 

salaries are stagnant. However, during my field work, public programs were being 

defunded and suspended.  

The de facto disenfranchisement of Americans: Policy changes, burdensome 
eligibility processes, lack of knowledge about benefits 

 Like Ms. Cavanaugh's conviction that her AHCCCS insurance covered only 

cancer treatment, means-tested social welfare programs may foster such misconceptions 

about qualifications or benefits. Although in recent years many states have simplified 

their Medicaid eligibility processes in compliance with the Affordable Care Act 

(Heberlein, et al. 2013), previous research shows that 21% of adults  annually lose 

Medicaid coverage because they fail to re-enroll (Sommers 2009). This re-enrollment 

failure is possibly due to bureaucratic hurdles, including burdensome re-enrollment 

procedures (Boehm 2005; Lamphere 2005; Willging 2005), beneficiaries' 

misunderstanding of the process (e.g. filing the wrong paperwork) (Hill and Lutzky 

2003), or poor or unnecessary coordination between different public programs (Sommers 

2005b).  Furthermore, Price and colleagues (2006) reported some confusion among 

public insurance recipients about their benefits, which may have affected their decision to 

re-enroll. Moreover, documentation requirements—as we can see in Ms. Lind's case—

may trip up eligible individuals in the application process.89  

                                                            
89 Some populations of immigrants might find it difficult to produce the documentation necessary to prove 
residency, identity, or income, if they live in a home with others whose names are on bills, if they cannot 
access their birth certificate, or if they work in contingent labor that is paid "under-the-table" (Pereira, et al. 
2012). As discussed in chapters one and five, parents in mixed-status families may be hesitant to apply for 
Medicaid coverage for their U.S. citizen children due to concerns about their own unauthorized or 
authorized resident status (Perreira and Ornelas 2011). 
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 These hurdles to ensuring or maintaining eligibility play a part in the de facto 

disenfranchisement (Lopez 2005) of many Americans who would otherwise be eligible 

for social benefit programs. The de facto disenfranchisement is coupled with legislation 

or other policy decisions that formally reduce benefit levels. Even as the U.S. emerges 

from the worst economic conditions since the Great Depression,  social benefits programs 

are points of debate about social values. Critics of these programs cite the "dignity in 

taking care of yourself" and the security of a family's "own work" (Tracy 2015). 

Deploying this discourse, these critics have reduced the budget of the Supplemental 

Nutrition Assistance Program, which was cut in November 2013 after receiving a 

temporary boost in funding—and benefits—through the 2009 Recovery Act (Dean and 

Rosenbaum 2013). Other welfare programs, like Temporary Aid for Needy Families 

(TANF), show a steady reduction in responsiveness to social and economic need, with 

Arizona's benefits, in particular, at only 17% of the Federal Poverty Line (FPL) (Center 

on Budget and Policy Priorities 2013). These changes effectively reduce the state's 

responsibility for social welfare, while redistributing it to individuals, families, 

communities, and charitable organizations.  

 Nancy Nelson points to broader social processes that influenced welfare reform in 

the 1990s and laid the groundwork for subsequent aid policies: "Neoliberalism reframed 

our concept of public health care. It is no longer thought of as a 'public good,' but rather 

as an individual commodity" (2005:107). While other scholars note that U.S. medicine  

has, for the better part of its history, operated as a business, they also note that there is a 

recent commercialism in response to corporate interests pushing for a market-based 

system (Rylko-Bauer and Farmer 2002). 
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 Financing care in the context of shrinking funding can be challenging for safety 

net providers. Funding streams for safety net health care fluctuate due to policymakers' 

will, charities' funding priorities, and public interest, as well as budgetary constraints. A 

staff person at Saguaro Clinic conceded that even if a patient does not pay their income-

adjusted bills, the clinic does not turn them away. The recent loss of state funding for 

primary care for the uninsured led to staff and provider cuts at Mercy clinic and an 

increase in the sliding scale cost to the patient. According to nurse practitioner Katherine 

O'Rourke, patients were delaying seeking care because clinic services were no longer 

partially subsidized by the state. Recognizing the challenges that lack of funding poses to 

many providers in the area, she noted, “everybody’s struggling financially” and facilities 

need to make sure they get reimbursed. Meanwhile, low Medicaid reimbursements have 

been shown to limit access to care for beneficiaries.90 

Can we address structural vulnerability by examining policies of "access" and 
"choice"?  

 Using a lens of structural vulnerability to examine the complex interweaving of 

social hierarchies in the United States and their effects on health, I have presented data 

that reveal how people negotiate at the margins of health care access. I argue that 

considering these margins is especially important when examining how cancers are 

experienced, as individuals are interpellated (Althusser 2006) into the health care 

consumer role. For example, individuals are interpellated as consumers when they visit 

their oncologist's office and peruse the pharmaceutical marketing and health education 

brochure rack I discussed at the beginning of this chapter. This health information 
                                                            
90 Recent research has documented the effects of poor Medicaid reimbursement rates on access to care 
(Yoo, et al. 2009). The Affordable Care Act will increase the Medicaid rolls, but it also increases Medicaid 
reimbursement for primary care services. 
http://www.medicaid.gov/AffordableCareAct/Provisions/Provider-Payments.html 
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constructs them as patients (Briggs and Hallin 2007), often taking for granted that 

patients' budgets can allow for special dietary items, their insurance policies will pay for 

genetic testing, and they have consistent resources to cover the cost of five-year long 

pharmacotherapy for recurrence prevention. Ms. Lind was one of these consumers, yet 

she used politically vulnerable social programs to help her fund her care. She used the 

$16 a month received from the SNAP program to pay for her nutritional supplements that 

helped her during difficult chemotherapy and AHCCCS benefits to pay for necessary 

therapies. Yet, she and others in my study acknowledged the uncertainty of these benefits 

when there is a change in income or if the policy does not cover a particular therapy.  

 Scholars acknowledge that advocates pushing for "patient choice" contributed to 

the success of Medicaid's passage (Nelson 2005); how this choice is experienced and 

exercised on-the-ground, however, is complex and multifaceted.  The women I 

interviewed who are living with cancer described this process of choice, reflecting on the 

various parties involved in the negotiation of treatment. Though they highlighted their 

own role in illness management, their experiences offer oblique critiques of broader 

political, economic, or social structures. Ms. Lind and Ms. Cavanaugh diligently 

performed the work necessary to manage cancer. Ms. Lind performed  daily exercises 

prescribed by her physical therapist, drove to her daily radiation appointments,  and 

coped with severe side-effects of chemotherapy, at one point visiting the ED during a 

particularly difficult episode. Ms. Cavanaugh took her daily dose of Femara to prevent a 

recurrence, monitored the bills and statements received from AHCCCS, and accepted 

that, even after a breast reconstruction, she would have a "lopsided" chest. Both women 

balanced paid work, responsibilities of caring for a relative, and multiple cancer 
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therapies, diligently reading and filing the paperwork they received from their doctors 

and AHCCCS plans. Yet, despite their work (or perhaps in tandem with that work), 

vulnerabilities emerge due to their reliance on public programs and the particular 

configuration of gendered care work in the U.S. 

 Ms. Lind and the other women in my study were also part of reciprocal 

relationships of care that shaped their perspective on their medical treatment. As well as 

looking to her various specialists for guidance, Ms. Lind consulted with her mother about 

her options throughout the process. In our first meeting, Ms. Lind spread out the many 

pill bottles she received during chemotherapy, explaining that some were actual "chemo" 

pills but others were pain medications to help her bear the particularly difficult course of 

treatment. She said: "[I] can’t imagine anybody going through the chemo I’m going 

through right now. I have a tendency to…um…hold off on the medication. My mom was 

saying that she thought maybe we shouldn’t take this medication here [holding up a 

container] and I said mom, I have to, it’s the chemo. ... And the medication they gave me 

for the last chemo…they wanted me to take a pain killer and a morphine. And when my 

mom saw that it said morphine, we both decided, no, I think we will not take morphine. I 

am not going to become addicted to morphine." Instead of the recommended and 

prescribed pain pills, Ms. Lind took an Advil for her discomfort.   

 While safety net health policies produce "access" and "patient choice," creating 

opportunities for care, they also reveal gaps due to structural inequalities which affect the 

process of care. Ms. Lind and Ms. Cavanaugh's social positions as low-wage part-time 

employees found them ineligible for employer-based insurance and unable to qualify for 

Medicaid. This history shaped Ms. Lind's access to health care, as the lump like "a hard 
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wad of gum," went undiagnosed and untreated. Ms. Lind, like many women, took 

responsibility for "staying home" with her mother, who was homebound and physically 

compromised, and her approach to managing cancer treatment was influenced by her 

relationship with her mother. Moreover, Ms. Lind's economic mobility was constrained 

by her concern about the cost of long-term cancer care and the potential loss of coverage 

with an increase in income.  As Ms. Cavanaugh had a more regular source of out-of-

pocket health care with Mercy clinic prior to diagnosis, her experience with treatment 

contrasts with Ms. Lind's. However, Ms. Cavanaugh's confusion about her entitlements 

and concern about caring for her mother caused some additional stress in her illness 

management. A consideration of Ms. Lind and Ms. Cavanaugh's positions in gender and 

economic hierarchies in the United States and an eye to the process of care could help 

create health policies that cultivate and maintain good health. Unfortunately, the social 

invisibility of women's gendered work serves to maintain the policy focus on 

individualized responsibility for good health.  

Summary: Creating access versus facilitating care  

 Attending to structural vulnerability may reveal gaps and opportunities in 

consumer-based, "hopeful" cancer care and health policy. In this chapter, I have made 

explicit the intersecting oppressions that shaped Ms. Lind and Ms. Cavanaugh's treatment 

possibilities, decision-making, and health outcomes. I illuminated the overlapping and 

diverging oppressions that make women structurally vulnerable—women's “hidden” 

undervalued work in the home, low wages and underemployment along with an ethos of 

"self-sufficiency," and neoliberal economic policies that shape health and human service 

delivery.  
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 Unlike the undocumented women in my study, Ms. Lind and Ms. Cavanaugh may 

be able to purchase insurance through an exchange or become eligible for expanded 

Medicaid under the Affordable Care Act; yet, this expansion of medical access comes at 

a time when social safety net programs, such as food stamps are being cut (e.g. Severson 

and Hu 2013), and it is unclear whether providing insurance, administered by private 

companies, solves the problem of access.91 While "hopeful" biomedical interventions 

may address immediate concerns about cancer in the body, its status as a disease-in-

context is ignored by short-term policies and social programs with a focus on "cure” 

instead of “care.”  

  

                                                            
91 Pointing to insurance companies' ability to deny coverage for particular services, excessive co-payments, 
and high deductibles, Ms. Lind's experience reflects what other researchers in the U.S. have found: Even 
those with insurance report high out-of-pocket spending (Schoen, et al. 2013) and  find it difficult to afford 
health care (Devoe, et al. 2007). How the Affordable Care Act's regulations on insurance coverage levels 
will affect patients' out-of-pocket costs remains to be seen.  
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CHAPTER 6—CONCLUSION 
 

 The foregoing chapters presented data from fieldwork with clinic staff, health care 

providers, and community advocates, along with a variety of women who were diagnosed 

with cancer, undergoing treatment, and who were uninsured during all or part of their 

breast cancer trajectory. In examining these groups of people, it was my goal to 

complicate the categories people are placed in—such as uninsured or publicly insured—

and to examine how the processes of market-based medicine reproduce inequalities. By 

sorting women into categories of worth, these processes are a form of violence that 

exacerbates the harm inflicted by a diagnosis with what has been termed a "dread 

disease" (Mukherjee 2010; Patterson 1987). A cancer diagnosis may inspire fear, 

especially if a woman faces months of waiting to find out if she can receive treatment or 

if she and her family face financial ruin in order to pay for expensive cancer care. 

Women in my study acknowledged their good luck when they received the news that they 

qualified for AHCCCS or that they would receive charity funds to help pay for cancer 

treatments, some of which are unpleasant and cause emotional or physical discomfort. 

 This dissertation addresses the uncertain illness trajectory for structurally 

vulnerable women living with cancer and their providers. I argue that this  uncertainty is 

produced by market-based health care, which rations care and produces categories of 

deservingness. Therefore, this research  responds to calls for an examination of market-

based health care and "the underlying bases of social policy" that edify it (Rylko-Bauer 

and Farmer 2002:491). By examining the practices and perspectives of health care 

providers, clinical staff, and patients, I highlight the places where uncertainty emerges 

due to particular configurations of policies and programs within a health care system 
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focused on profit. Moreover, these practices and ideas reflect a certain logic shaped by a 

neoliberal state that has severely limited the social welfare system, replacing a public 

model with a public-private hybrid centered on promoting choice and personal 

responsibility. 

 Moreover, this research advances the concept of structural vulnerability (Quesada, 

et al. 2011), a useful concept for talking about structural violence across academic and 

occupational disciplines. This dissertation examines the spectrum of violence and 

vulnerability produced by state processes of "eligibility," as they sort people into 

categories of worthiness. In doing so, I am not creating equivalencies in experience, but 

instead presenting stories that illustrate how these processes make populations vulnerable 

in a variety of ways. For example, in chapter six, I discuss Ms. Lind, a U.S. citizen who 

was undocumented but entitled to public benefits. Her lack of documentation, in her 

estimation, produced a delay in diagnosis and treatment.  In contrast, in chapter five, I 

describe Ms. Flores, who was a non-citizen, un-entitled to public benefits, and awaiting 

charity assistance while she accrued medical debt. I am not arguing that these positions 

are equivalent; instead, I examine how these experiences are produced by similar state 

processes. In blurring the lines between categories of people, I highlight the processes of 

a capitalist state, which acts via a variety of institutions and entities to produce "atomized 

individuals" (Trouillot 2003). Pointing to these processes is a conscious political project: 

It is an effort to thwart atomization and thus describe the ways in which seemingly 

disparate people and institutions may collaborate in social change.  
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Summary of findings 
 
The neoliberal state is omnipresent throughout this dissertation; it looms large, yet it is 

also a site of struggle. I acknowledge that the state mediates moral economies, generating 

the visibility of populations, creating the invisibility of experiences, and maintaining 

certain logics. I critically examine the logic of choice in market-based health care, 

pointing to the ways in which structurally vulnerable women and their providers 

challenge social marginalization through the works of illness. For example, non-citizen 

women may use their medical records as a symbol of social inclusion, and clinic staff can 

mobilize their knowledge of the safety net to empower patients. Importantly, I 

contextualize these practices, highlighting their limits and pointing to the ways in which 

they reproduce inequality.  

Contradictions: Overlapping moral economies 
 
 I use the framework of moral economy to examine the effects of the norms and 

moral assumptions that undergird the public health programs and welfare policies in the 

United States. Recognizing that economic systems and ethical concerns intersect (Sayer 

2000), I highlight the contradictions inherent in different moral economies that may 

operate side-by-side, exploring how the ethical comportment of actors produces gaps in 

care, treatment delays, and uncertainty for patients and providers. I call these overlapping 

frameworks the moral economy of breast cancer management and the moral economy of 

market-based health care. 

 Arguing that the moral economy of breast cancer management centers on 

managing cancer by population surveillance and screening, early diagnosis, and 

treatment, I examine how this orientation places providers and women in ethically and 
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emotionally challenging situations within the moral economy of market-based health 

care, which is guided by profit. While programs like the National Breast and Cervical 

Cancer Early Detection Program (NBCCEDP) or moral authorities such as "breast cancer 

survivors" mobilize structurally vulnerable populations of women to get screened for 

cancer, treatment for certain populations of women is uncertain. Within the moral 

economy of market-based health care, charity care is a logical approach to managing non-

citizen women's cancer treatment. However, as I discuss in chapter five, a humanitarian 

approach to treatment privatizes responsibility for health, effectively transferring to ad-

hoc individuals the state's responsibility to confer a right to health care access. At the 

same time, this research highlights the tensions inherent in the provision of much-needed 

(and appreciated) charity care to undocumented women, whose "illegalization" (Ngai 

2004) and social invisibility is maintained through their exclusion from public benefits.  

Privatizing the works of illness 
 
 In examining the charity work of breast cancer treatment and the distribution of 

care work among patients and providers, this dissertation also extends the works of 

illness concept (Corbin and Strauss 1985; Eaves, et al. 2014; Nichter 2002; Nichter 2005) 

to examine how these works reproduce inequality. As others have noted, work is a moral 

project, and the practices of work (such as paperwork) can make and transform one's 

identity (Ware, et al. 2000). However, as I demonstrate in this dissertation, work can and 

should be documented and examined as it is carried out by a variety of agents, including 

patients, health care providers, and even documents themselves. While people create and 

circulate documents, this "paperwork" has agency in configuring women’s lives in such a 

way that they offer opportunities at the same time as they foreclose them. 
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 Moreover, work has political meaning in the United States, particularly when 

considering the neoliberal welfare state's reforms that aim to reduce dependency on the 

state and encourage a desire to work  (Piven 1998a). For example, the Personal 

Responsibility and Work Opportunity Act of 1996, “welfare reform” under President Bill 

Clinton, highlighted the moral dimensions of work by limiting cash benefits to five years, 

after which time many states implemented “workfare” programs in which recipients were 

expected to work.  Therefore, welfare policy reproduces the normative order of society—

capitalism—the ethos of which links work to compensation (Handler and Hasenfeld 

1991). 

 Chapters four, five, and six highlight the economic and social privatization of care 

work both conducted on behalf of and engaged in by low-income and non-citizen/ 

undocumented women. Chapter four examines the distribution of the work involved in 

managing cancer care for structurally vulnerable women. I describe the advocacy work of 

staff, which involves strategic referral, working the system, cost-saving approaches, and 

lessening patients' emotional burden vis-a-vis the cost of care. This approach is  in 

contrast to research that describes clinic staff merely as managed care gatekeepers (e.g. 

Grumbach, et al. 1999). Instead, staff are engaged in financial and medical decision-

making processes along with patients, often placing staff in positions that conflict with 

their professional values and potentially causing "moral distress" (Varcoe, et al. 2012; 

Zuzelo 2007). 

 Chapters five and six describe the types of work engaged in by patients in order to 

understand how this work reproduces their vulnerability. Central to my aims in these 

chapters, and throughout the dissertation, is my focus on the neoliberal state's rendering 
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of people and of certain types of work as invisible. Therefore, I highlight uncompensated 

care-giving in the home, part-time, contingent, and non-benefitted employment, and 

managing the cost of  medical bills. I also examine the hidden work of documents, 

pointing out how they may offer women partial social belonging while they also 

reproduce their exclusion. In doing so, this dissertation extends the work of other 

anthropologists who have pointed out the indeterminacy of documents when they 

intersect with people's lives (Kelly 2006).  

What's next? Ethical entanglements and future research 
 
 This research explores the ethical commitment to making health care accessible to 

all residents of the U.S., examining the articulations of complementary and contradictory 

programs and the gaps produced by broader social exclusion. It also illuminates the 

creativity and compassion of staff who negotiate financial constraints and program 

eligibility. Yet, this creativity and compassion at the individual level may have 

contradictory effects, making invisible certain features of the illness experience. In 

making certain features visible—such as breast cancer—and other features invisible—

such as documentation status—these staff perpetuate social exclusion by directing the 

conversation away from social justice and human rights, and specifically, away from the 

right to health.  

 Groups of scholars grapple with the ethics of health care for undocumented 

patients. For instance, Nancy Berlinger and Rajeev Raghavan (2013) argue that clinicians 

should not deal with the issues of undocumented patients alone, but instead clinics should 

address their care as an ethical issue. The authors acknowledge that clinicians may act as 

advocates for patients, offering care at no charge or "working" the system, but this leaves 
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individuals responsible for making decisions about care.  The care of undocumented 

patients should be examined as an ethical issue at the institutional level, so that issues 

such as repatriation can be debated in a transparent way that highlights the lack of public 

funds available for care of undocumented patients. Since there may be staff who feel that 

patients are better served through a clandestine system of care, their perspectives should 

be explored in further research.  

 With the implementation of the Affordable Care Act (ACA) in 2014 and threats to 

this reform anticipated in the future, health policy is a constantly changing field that 

presents a challenge to researchers, as it does to patients navigating this terrain. With 

calls for a reductions in government-funded social welfare programs—including health 

care—care for the poor is often framed as a moral duty to be taken on by communities, 

families, and individuals. Ethnographic research that examines the social effects of these 

policy changes, public debates, and moral claims can offer insight into the ways in which 

policy intent differs from reality.  
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