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Abstract

In this paper, we develop the concept regimes of patienthood. Regimes of patienthood highlights the
micro and macro dimensions of illness, paying close attention to how the interplay between the
two creates expectations and points of intervention for people when they are ill. Such expectations
may vary across time, place, and social position (e.g., age, class, ethnicity, gender, race, sexuality).
Regimes of patienthood are always regimes of power and resistance, where the forms of resistance
may vary based on individuals’ intersectional positions. We draw on two cases—a study of 45
mostly white, middle class adults living with autoimmune illnesses and a study of 20 Black women
living with advanced cancer—to examine one dimension of regimes of patienthood—control.
Although a number of social positions, such as age and race, co-produce illness experiences, we
focus on three—class, insurance status, and gender—that are particularly salient in our data in
relation to control. Such a move illustrates the theoretical power of regimes of patienthood for
science and technology studies (STS).
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I. Centering Patients in Science and Technology Studies Scholarship on Medicine

STS scholars identify and analyze broad trends in medicine such as biological citizenship (Rabinow
1996; Rose 1996), biomedicalization (Clarke et al. 2003), the datafication of life (Neff and Nafus
2016; Schull 2016), pharmaceuticalization (Abraham 2010; Bell and Figert 2012; Dumit 2012), and
surveillance medicine (Armstrong 1995; Lupton 2013a, b). In these literatures, scholars highlight
changes in medical practice, examining, for example, the expansion of diagnostic categories and
interventions into more areas of daily life. Although this work shows how the expectations of and
for patients and clinicians shift in the wake of large-scale changes in medicine, typically it does not
focus on people’s lived experiences as patients or health care providers. Instead, these analyses
importantly highlight transformations in the social patterns that structure medical care.

To bring people’s situated experiences as patients into view, STS scholars initially turned
to regimes of practice (Bell 2009; Klawiter 2008, 2004) and, more recently, patienthood (Erikainen
et al. 2019; Kerr and Cunningham-Burley 2015; Sosnowy 2014; Vinson 2016). Regimes of practice
conceptualizes how people’s way of performing illness and treatment is situated within larger
social structures (Bell 2009; Klawiter 2008, 2004). This concept, drawing on Foucauldian notions of
power, highlights “regimes,” that is, social systems of power and resistance, and “practices,” that
is, the content and form of medical care, knowledge creation, and dissemination, social
movements, and policies and regulations. Although individuals are studied within regimes of
practice, the concept decenters individuals by focusing on subjectivication in particular regimes,
and by looking beyond patients in clinics to people as actors in their social and political worlds.

Patienthood draws on anthropology’s use of the term personhood to describe how who
counts as a person is constructed through social relations and varies across time and location
(Appell-Warren 2014). Patienthood, like personhood, attends to the varied social processes that
constitute how a person responds to illness as well as how a person might resist such practices and
norms (Landzelius 2006). The inclusion of the word “patient” retains the analytical focus on
individuals’ situated experiences. Adding the word “hood” denaturalizes the word “patient,”
highlighting the identity’s social construction and potential precariousness. Who counts as a
patient? When? Where? And, what varieties of practices are differentially positioned patients
expected to do?

II. Advancing Regimes of Patienthood

In this paper, we amplify and transform patienthood and regimes of practice to develop the
concept regimes of patienthood. We take the conceptualization we proposed previously (Joyce and
Jeske 2019) and advance it as an intersectional concept, one that makes power visible, highlights
the centrality of science and technology, and addresses the structural dimensions of illness
experiences. Intersectionality is an approach that highlights the interlocking of social positions
such as race and class, demonstrating heterogeneity within groups and how numerous forms of
oppression and privilege mutually construct one another (Collins and Bilge 2016; Crenshaw 1989;
Grzanka 2014). Regimes of patienthood highlights the micro and macro dimensions of illness,
paying close attention to how the interplay between the two creates expectations and points of
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intervention for people when they are ill. Such expectations may vary across time, place, and social
position (e.g., age, class, ethnicity, gender, race, sexuality). Regimes of patienthood are always
regimes of power and resistance, where the forms of resistance may vary based on an individual’s
intersectional position. In highly medicalized systems, people are always already patients,
especially when participation in biomedicine is a prerequisite for participating in many aspects of
society (e.g., school, work). The way individuals identify as patients (or not) is deeply tied to their
other intersectional identities and impacts how patients form relationships with providers and
their ability to enact control in regimes of patienthood.

Regimes of patienthood expands on the emergent use of regimes of practice and
patienthood in the STS literature, engaging in a form of theorizing that builds on rather than
dismisses previous theories (Roy 2018). Combining the two concepts ensures that the emphasis on
the varied cultural construction of self (patienthood) and the focus on power and structure
(regimes of practice) are integrated and foregrounded. Taking an intersectional approach makes
visible the multiple dimensions of power, technoscientific practices, and structure in illness
experiences.

In the section that follows, we examine one dimension of regimes of patienthood—
control—to explore the utility it offers to STS. We draw on two cases where we investigated illness
experiences: a study of 45 mostly white, middle class adults living with autoimmune illnesses, and
a study of 20 Black women living with advanced cancer. Although a number of social positions,
such as age, race, religion, and sexuality, co-produce illness experiences, we focus on three—class,
insurance status, and gender—that are particularly salient in our data and in relation to control.

Study | Sample | Gender | Race Age Disease Geographic Insurance Socioeconomic
size range status Status (SES)

James 20 20 20 Black | 47-73 | Advanced California 90% 15 Low income,

women cancers publicly 5 middle -

insured upper middle

Joyce 45 35 2 Asian | 20-67 | Autoimmune | California 90% Middle - upper
& Jeske women | 2 Black illnesses Pennsylvania | privately middle

10 men 1 Latinx Virginia insured

40 white

Table 1: Study Characteristics

III. Enacting Control in Technoscientific Regimes

In our research, we found three areas where ideas about one’s ability to control aspects of their
lives in relation to illness are crucial: 1) making time to manage illness, 2) interactions with
biomedicine, and 3) developing low-tech illness practices. In the study of autoimmune illnesses
(Joyce and Jeske 2019), participants enacted a regime of patienthood that included researching their
condition, developing a broad set of healing techniques, and putting themselves first, each of which
took extensive amounts of time. Because of this, many took leave from employment, and others
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cut stressors in order to make space for practices such as rest and research, practices necessary to
live well with illness. In part because of their middle-class status, participants had the agency to
make such choices, even where there were financial ramifications. Their agency was further
bolstered by the fact that most participants had health insurance, a social safety net that is not
guaranteed in the US.

The investigation of Black women living with advanced cancer further demonstrates the
role that class and insurance status plays in illness management (James 2016). For many, illness
represents a loss of control that threatens the normalcy of daily life. Illness disrupts the lives of
individuals who live in a state of economic precarity, and for whom securing basic needs is often
outside their control, in class-specific ways. Unlike middle class patients, patients living in or near
poverty are unable to cut key stressors—such as housing insecurity, surveillance by the police state,
lack of personal safety—from their lives. In other words, making time and space is a more complex
performance of patienthood that is impeded by structural barriers; in fact, for those living on the
edge of economic security, illness can exacerbate existing stressors and present a further loss of
control (James 2016; Shim 2010).

Another way patients enact control is through interactions with clinicians. In the study of
autoimmune illness, participants emphasized the importance of finding “collaborative physicians”
(Joyce and Jeske 2019). Collaborative physicians are ones who think outside of the box, employ
modes of communication beyond face-to-face visits, and participate in partnerships where patients
are seen as experts about their bodies. With illnesses marked by heterogeneity and
unpredictability, such collaborations were perceived as crucial to preventing unplanned trips to
hospitals and promoting one’s ability to live their life. Participants living with advanced cancer
who had private insurance also sought second opinions or clinical trials as a way to exert control.
Yet, a patient’s desire or ability to do this is related to their positionality. Many Black women living
with advanced cancer described the importance of following their doctor’s instructions;
challenging their doctor, or in many cases collaborating with or asking questions, ran counter to
their understanding of what constitutes a “good patient.” Further, for patients who want to do so,
it is risky to challenge physicians given the limitations on care. Patients with public insurance are
constrained in terms of where they seek care and may not be able to switch doctors or institutions.
In some cases, the only opportunity to perform control and manage their patienthood identity is
to reject biomedicine (James 2016). Yet, people are unable to fully reject patienthood; even those
who may reject particular biomedical interventions are still positioned as patients; they have
entered the medical system by receiving a diagnosis, undergoing tests, and selectively choosing
treatments.

Finally, in both studies, middle-class participants pursued low-tech techniques such as
altering their diets to try to control the course of illness. Participants pursued new knowledge about
“healthy” diets, supplement use, and potential triggers for their illnesses, and aimed to adjust their
diet accordingly. These recommendations typically originated from non-medical sources. Making
changes—in which patients may purchase “higher quality” food, add supplements/vitamins, or
avoid certain foods—is a classed and gendered practice. One middle-class participant, who had to
go onto public insurance and stopped working as a result of her cancer diagnosis, highlighted the
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prevalence of paying attention to diet as a health strategy. She also demonstrated how it is a classed
practice when she described that a lack of resources made her unable to control her diet to her
satisfaction, an inability she thought would put her health at further risk. As a classed, gendered
activity, this mechanism of control again highlights patient positionality. Paying attention to diet
is considered a gendered activity where women are expected to “know” such topics as part of
performing gender; men who pursue dietary changes thus challenge such roles (Lorber and Moore
2002). Participants’ use of foods and supplements varied and their discussion of these techniques
to healthcare providers also varied. The ability of some patients to seek and talk with collaborative
clinicians about the practices they develop outside biomedicine to manage their illnesses is an
exercise of privilege. Control is thus a gendered and classed resource that is more and less
accessible to participants based on their positionality.

Managing one’s illness, through complying with providers’ recommendations or changing
aspects of their lives to promote wellness, is part of what it means to be a “good patient” in the
current US healthcare system. This very expectation, though, is one in which positionality matters.
Not everyone is able to “cut” things from some aspects of their lives or to add practices such as
dietary changes when navigating illness. Both studies demonstrate how participants enact control
within regimes of patienthood and variations among them. When a “good” patient is socially
defined as one who complies with provider recommendations, reliably shows up for
appointments, and is able to devote time to managing their illness, such expectations privilege
middle-class ways of being and knowledge-practices often linked to women, potentially
positioning other ways of doing illness as deviant.:

It would be easy to assume that patients who do not seek to take control in these ways are
not engaged patients. Such thinking ignores the structural forces at play. One’s social location
largely determines the control they have over many aspects of their life. Patients who have an
expectation of control over safety, choice of doctors, and diet, and are able to take actions to attempt
to reassert control over their illness, not only sit in a place of privilege but come to define normative
expectations of patienthood. Examining this dimension of regimes of patienthood illuminates how
expectations of patienthood co-produce inequalities. When individuals perform patienthood in
particular ways, providers, caregivers, and even patients themselves may assign meaning to that
performance in a manner that ignores the intersectional factors that shape how individuals’
approach and manage illness.

In this paper we emphasized the intersection of class, insurance status, and gender as these
were particularly salient when we combined our two sources of data. Yet, there are many
meaningful social positions such as age, class, ethnicity, gender, race, religion, and/or sexuality
that may be important in analyses of regimes of patienthood. The social categories chosen for an
intersectional analysis will vary, depending on one’s research questions and the key issues
identified in one’s data. Researchers need not always focus on the intersection of the same

+ Although we focus on how contemporary expectations for patients privilege middle-class ways of being,
what is perceived as deviant behavior can be found in any social group. Privileged people may opt out of
medical care, for example, and be perceived as deviant. However, the repercussions for behavior that is
perceived as deviant may vary based on one’s location in society (e.g., class, gender, race).
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categories (e.g., race, class, and gender), which may obscure other important and emergent
intersections that matter for a particular study.

We encourage STS scholars to apply regimes of patienthood in a variety of contexts (e.g.,
locations, nations, and moments in time), paying attention to the structural components of care
(e.g., health policies, cultural contexts) and individuals’ experiences of illness. This paper
highlighted control as a component of a regime of patienthood, yet other practices that comprise
patienthood could be investigated. For example, what are people expected to do when ill? How
and where do they take up these practices? Who counts as a medical expert? Whom do people
consult when ill? What are the broader patterns in the expectations for and responses by patients?
By focusing on patients’ meaning making and action within relations of power and social
structures, regimes of patienthood offers a theoretical tool to investigate how regimes of
patienthood vary, as well as the social and political effects of this variance. Regimes of patienthood
are always present, shaping biomedical interactions, even when they are not explicitly
acknowledged.
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