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In his January 2015 State of the Union address, President Barack Obama
announced the Precision Medicine Initiative (PMI), which would aim
to “[cure] diseases like cancer and diabetes” and “give all of us access to
the personalized information we need to keep ourselves and our families
healthier.”1 To those ends, the PMI allocated $215 million toward four
specific targets: the study of a million-person cohort; scaling up genomics research; facilitating data gathering and exchange across research sites;
and new research on protecting health information privacy. In the months
that followed, more announcements clarified the initiative’s contours. Both
public and private universities have been awarded grants to conduct much
of the research; Apple’s HealthKit is being integrated into many of the
studies; patient-networking site PatientsLikeMe and the drugstore company Walgreen’s are involved in data gathering; and Verily Life Sciences,
a Google company, is supplying technical help for the cohort study.2 For
digital health gurus like Eric Topol, lead translational science and genomics researcher at Scripps Research Institute who was awarded significant
PMI grant funding, the initiative fulfilled a career of triumphing digital
tools, the birth of “homo digitus,” and a subsequent “creative destruction of
medicine.”3 In the narrative Topol and other digital health enthusiasts tell,
digital health will fulfill the promises of Western science to understand and
cure diseases and of American technology to solve the complex crises of the
modern world, including those beleaguering the US health care system.
Making the doctor’s visit more efficient, it will improve the experience of
health care for everyone; it will lower the country’s runaway health care
costs by prioritizing preventive care over sick care; it will allow patients
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access to medical knowledge and increased control over their medical
odysseys; and it will grant frustrated patients a voice in determining the
shape of care and research more generally. In this vision, homo digitus
indeed seems to promise an evolutionary step toward fulfilling the telos of
Western science and medicine.
This book steps around these accolades of digital health to scrutinize in finer detail the economic, social, and cultural terrain from which
digital health springs. Stitched out of the threads of neoliberalism,
healthism, and biomedicalization, the technological assemblage of digital health is sutured to one fundamental figure: the voice of the patient.
Without the voice of the patient at its center, digital health would take
an entirely different form, if it could exist at all. “Homo digitus” is,
above all else, a communicative being, and today those communications
are valuable indeed. New markets and industries are birthed from the
value generated out of the online voice of the patient, an economic logic
that in the pages to come I elaborate as “communicative biocapitalism.” This means that the patient’s voice, finally accorded respect after
decades of hard work by bioethicists, medical humanists, and health
activists, serves as free labor for private corporations, with few protections given to the individual’s voice, and with no choice about its entry
into privatized medical research. What happens, this book asks, in that
commodification and exploitation? What are the ramifications for a
politics of health rooted in anti-neoliberal and social-justice principles;
for how health and ability are constructed and contested; and for those
groups structurally excluded from full participation in networked communication technologies? And what are the ramifications for the fields
that were initially developed to nurture and honor that voice, narrative
medicine and medical humanities in particular, as the patient’s voice is
articulated within biocapitalist logic?
Once one takes stock of the economics of new media industries and
how real-world social inequalities affect which patients’ voices are registered online and the sorts of stories they tell, it becomes difficult to see
that narrative medicine and the medical humanities, in their current forms,
are capable of addressing digital health. This book argues that this is due
in part to their historical neglect of the structural inequalities and economic logics scaffolding medicine itself. In building that case, this book
critiques what I see as the fields’ failure to confront how power operates
in medical contexts, and it makes a claim some readers may find discomfiting: that narrative medicine and the medical humanities can make their
claims about the significance of the “voice of the patient” because that
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claim poses no real threat to capitalist medicine. Instead, the fields’ focus
on self-expression and interpersonal skills recuperates neoliberal logics
that relentlessly foreground the individual and that undercut our ability
to identify (and resist) structural inequalities. This has been true in the
fields’ approaches to the visual arts and print literature. But because digital
media create another layer of mediation in which power and inequalities
are embedded, it becomes even more urgent, to my mind, that we develop
new interpretive tools capable of revealing them. This book is intended as
an opening foray into what those tools might look like—congruent to what
Kirsten Ostherr has proposed as a “digital medical humanities” and that
could be considered, building on recent developments both in and outside
the United States, a critical medical humanities that is prepared to address
digital health.4
Due to the interdisciplinary nature of this book—it draws on new
media studies, science and technology studies (STS), disability studies, and
medical humanities/narrative medicine—the introduction is broken into
sections that clarify its object of study and what each of those fields offers
that study. It ends with a roadmap of the chapters to come that will help
readers from different fields pinpoint material that intersects with their
particular interests. While that gives readers the option of skipping what
seems outside their specialty, I would note that, since digital health may
soon apply to everyone with access to health insurance or health care, all
chapters may be universally relevant, if not on the scholarly level then
at least on the personal. In our current moment, according to the most
reliable source for statistics on Internet use, 70 percent of Internet users
have at some point searched for health-related information.5 Even if that
search comprises nothing more than typing “flu remedies” into Google,
that two-word query contributes to the formation of digital health, as (in
this example) epidemiologists use that search to track flu outbreaks, and
the data they gather are archived for use downstream in later studies. And,
if that person is not versed in techniques for blocking online tracking, that
search has been added to the person’s data profile, which Google now sells
to other data brokers. Whether actively seeking to become the subject of
digital health or not, most people in the Internet-enabled parts of the West
have already been enrolled in its formation.

I

What s “Digital Health”?
“Digital health” is one of the preferred terms used by this new industry
arising out of the intersection of electronic networked technologies with
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medicine. Interchangeable with “mobile health,” “e-health,” “digital medicine,” and other combinations of those terms, digital health is located both
in the institutional settings of experts (offices, clinics, hospitals) and in
people’s quotidian surroundings. “Digital health” refers both to the technologies developed to capture data and to the practices of knowledge production that they support. Its constituent technologies are often named as:
consumer DNA testing and the data gathered by the massive genome-wide
association projects; mobile biosensors that collect biodata, among them
fitness trackers, heart rate monitors, glucose monitors, the Apple Watch,
even diapers that analyze human waste; imaging developments that enable
instruments such as cell phones to be used for scanning skin, irises, or other
body parts; electronic health records; and patient-networking sites, which
gather data from these sensors as well as through data input by users. The
knowledge production practices these devices feed are both open access and
proprietary, and they contribute to both. For example, the group Quantified Self, which maintains some autonomy from the medical establishment
and industries, scaffolds its digital health activities on the increasing availability of esoteric medical knowledge made possible through open-access
publishing. However, within the industry, digital health development is
premised on the profits that big data industries promise, an ecosystem
dependent on selling and licensing software, hardware, and datasets, i.e.,
the proprietary model. Although this book discusses both kinds of digital
health activities and models, most often the concept refers by default to the
industrial, private-ownership model.
The rhetorics typical of digital health reflect the rhetorics of neoliberalism. Topol’s trope of the “creative destruction of medicine” is exchangeable
with neoliberal capitalism’s other pet formulation, an industry’s “disruption,” and these tropes often accompany the phrase “patient empowerment”
to indicate how medicine will be “democratized.”6 Under these rhetorics,
digital health is framed as liberating its users and medicine from previous constraints, as democratic in its incorporation of interactive channels
for communication, and, without fail, as categorically new. The analyses
offered in this book’s individual chapters will scrutinize those claims about
democratization, liberation, and empowerment, so I put those aside for the
moment and focus here instead on its supposed newness. Revealing the
long history that scaffolds digital health illuminates the intertwined knowledge discourses, social institutions, and cultural practices out of which it
arises and the social, economic, and political conditions that inform them.
This might give us a better purchase on what digital health has come to be
and how it is mobilized today.
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The intersection of health with computers has a long history extending
back much further than the recent, twenty-first-century surge, which itself
only gained critical-mass momentum with the spread of the Internet in the
1990s. That intersection was present at the very dawn of the era of cybernetics. In her work, Mara Mills highlights that father of cybernetics Norbert Wiener created the hearing glove by studying Helen Keller, and it was
these studies that served for many years as the model for efficient transmission of information necessary for communication technologies. Telephone
engineers studied Deaf technologies for oral communication in order to
understand how to convert immaterial sound to material signal; their studies produced the telephone.7 And in the sense that telephone engineers
aligned the “impairment” of being deaf with the constraints that such components as bandwidth and cable length placed on their engineering work,
and as they sought to navigate these constraints for the purposes of a maximized capacity that would also allow for more efficient workforces, telecommunications have in some sense been centrally defined through American ideologies that linked a “healthy workforce” to a “healthy nation.” One
can argue that telecommunications—the backbone of today’s digital health
technologies—developed directly out of studying bodies designated disabled and for biopolitical purposes.
More specific to medical contexts, Joseph November’s scholarship documents efforts to develop electronic record-keeping for medical records
starting in the 1960s, efforts that hit the same hurdles that hamper the full
integration and use of electronic medical records today:8 that a successful
system must remain dynamic and accessible across many terminals and to
people working in situations where speed and clarity is paramount. Fast
forward to 2010: the Affordable Care Act, which included provisions for
standardizing and implementing electronic record-keeping systems, and
the Department of Health and Human Services sponsored a contest for
electronic health record (EHR) design through its HealthIT.gov website.
In other words, a project begun in the 1960s is still very much underway today, and in this sense digital health simply extends a longer history
of health care’s digitalization. Even the claims that digital health newly
allows an integration of biomedical research with medical research are not
entirely accurate: November explains that prior to the computer’s introduction to the clinic, it was considered integrally a part of both biomedical
and medical research, and in light of that, today’s digital health projects—
where data gathered in the clinic or through consumer tracking devices
can be fed into biomedical research projects—rejoin domains that were
separated in the 1960s. To consider “digital health” solely a thing of the

6

•

communicative biocapitalism











present is, therefore, inaccurate, and doing so overlooks the long history of
intersections between medicine, digital technologies, and communication
engineering.
It is also to ignore the economic basis for digital health’s present and
past development. Computers’ introduction into medicine in the 1960s
coincided with a new era of public discourse on medical care, fostered in
part by new government funding for health care (Medicare and Medicaid in 1965) but increasingly by insurance companies interested in driving costs down. That interest, which intersected with President Richard
Nixon’s focus on slashing spending, led to the rise of health maintenance
organizations (HMOs) in the early 1970s, a key initial step toward health
care’s privatization. It was in this moment that EHRs gained a specific use
value: a technological means to increase efficiency, they were also the only
method for assessing what happened in health care settings and thus for
oversight and setting policy. However, they also continually failed to live
up to their hype, neither increasing efficiency nor saving on costs.9 It is
significant to note that EHRs have so often been held up as a technological
solution, and that historically their introduction coincides with neoliberalism’s adolescence. It is also important, in light of the argument I outline
in a succeeding section of this introduction, to note that, when Dr. Paul
Ellwood first proposed HMOs as a solution to rising health care costs,
he blamed previous failures at cost control in part on physicians who, he
claimed, were territorial and wanted to maintain professional authority
(and thus ordered too many unnecessary tests).10 Of course, some of the
rise in health care costs was consequent to the proliferation of technology
in health care, which physicians—logically—saw as a new means to ensure
the health of their patients, and thus went ahead and ordered more tests. In
other words, new technologies arrive on the scene; responsible and thorough physicians use those (expensive) new technologies to diagnose and
treat their patients; HMOs are proposed as a way to stop physicians from
ordering so many tests. By 1973, HMOs were in place across the country.
We might note the slow spread of medical humanities at about this same
time, a historical connection I will explore in more depth below.
Today, EHRs and digital health tools exist within a firmly neoliberal
ideological matrix. That ideology is echoed throughout promotional materials for the Precision Medicine Initiative. In an editorial for the Boston
Globe, Obama wrote, “Precision medicine gives us the chance to marry
what’s unique about America—our spirit of innovation, our courage to take
risks, our collaborative instincts—with what’s unique about Americans—
every individual’s distinctive genetic makeup, lifestyles, and health needs.
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In doing so, we can keep ourselves, our families, and our nation healthier
for generations to come.”11 These words encapsulate the neoliberal rhetoric and ideology underwriting digital health development—the emphasis on innovation that spurs new markets and on the customization such
individualist-oriented innovation aims for—and they illustrate the exceptionalism and nationalist biopolitics in which Silicon Valley tech culture is
embedded. Another way to put this that is less critical of Obama’s rhetoric
is to note that the US president’s editorial simply used the latest marketing
rhetoric that characterizes what Adele Clarke and coauthors have designated “biomedicalization.” In the latter half of the twentieth century, sociologists had discussed processes of medicalization that fueled the medicalindustrial complex, but Clarke and her coauthors identified a significant
shift to biomedicalization happening in the 1990s. Where once there was a
medical-industrial complex profiting from turning normal human states
into abnormalities for medical diagnosis and treatment, by the 1990s
developments in how research occurs meant there was no longer a dividing line between medicalization and the research necessary to it: instead
there is what Clarke and her coauthors call a “biomedical technoscience
complex.” They write, “We signal with the ‘bio’ in biomedicalization the
transformations . . . made possible by such technoscientific innovations
as molecular biology, biotechnologies, genomization, transplant medicine,
and new medical technologies. . . . Institutionally, biomedicine is being
reorganized . . . through the remaking of the technical, informational,
organizational, and hence the institutional infrastructures of the life sciences and biomedicine via the incorporation of computer and information
technologies.”12 Significant to the long history of digital health I am tracing here is the incorporation of computer and information technologies
they identify as intrinsic to biomedicalization, one that biomedical research
endeavors such as the PMI exemplify. Another factor they identify as key to
biomedicalization is the neoliberal capitalist shift from public to privately
funded research.13 In exploring the voice of the patient as it is joined to this
infrastructure, this book illuminates the patient voice as a site of biomedicalization spurred on by the capitalist logic of incessant innovation.

Digital health encompasses more than just digital tool development. Key
to this assemblage is what is sometimes referred to as “the participatory
web” and “Web 2.0,” the former term smartly evoking participatory democracy, the latter suggesting an improved version of the Web. It arose in the
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early 2000s, its first appearances often attributed to Tim O’Reilly. A leading
publisher of technical guidebooks, O’Reilly has explained that, in the early
2000s, Web 2.0 was the perfect concept with which to convince skittish
venture capitalists, burned from the 2000 dot-com bust, to reinvest in the
tech industry: the concept identified a newly configured and distinct Web,
an “upgrade” to the previous version that might once again generate value.14
The story that O’Reilly told investors was that the participatory quality of
Web 2.0 platforms would be seen by users as democratic. Knowledge, the
means of cultural production, even the means of technical production would
no longer be hidden away, managed, and owned by monolithic entities.
Instead, users could upset conventional structures of authority and expertise, make use of vastly decentralized (and often free) platforms for cultural
creation and exhibition, and evaluate and assess culture without deference
to critics whose authority had been sanctioned by traditional institutions.
From the investors’ side, users’ participation would create a goldmine of
value in the form of data, the currency of informatic capitalism.
This rhetoric of participatory democracy via user-defined culture mirrors a strand of media studies theory that argues that mass culture is not,
as Frankfurt School theorists might put it, the means by which dominant
ideology is installed in the compliant brains of passive audiences. For television and film scholars such as John Fiske, Stuart Hall, and Henry Jenkins, audiences are meaning makers, and the act of making meaning out
of their experience of cultural texts always contains at least the potential
for questioning, if not upending, dominant ideology. As screen representations move into online collaborative platforms where audiences are now
users who can modify cultural texts and computer code, can post and comment, can edit, and can remix in entirely new ways, older models of production and consumption are transformed. In participatory culture, those
who were once consumers of cultural commodities now participate in the
production of, and even themselves produce, culture, through their activities of remixing and interactively engaging with cultural creation.15 Jenkins
names this “convergence culture”; Axel Bruns calls it “produsage,” where
using and consuming collapse into production;16 Yochai Benkler articulates
it as “peer production,” which emphasizes that production is not centralized in one owner of the means of production but rather is decentralized in
a model of lateral, collective production.17
For a different strand of media studies, these favorable, mostly laudatory
accounts of participatory culture miss its most significant feature: it is created and circumscribed by its capitalist logics.18 The economic logic underlying Web 2.0 is painfully clear in Tim O’Reilly’s original explanation of
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Web 2.0, which describes it in the language of the market: “Network effects
from user contributions are the key to market dominance in the Web 2.0
era,” is one typical sentence.19 And indeed, the winners have become clear in
the years since O’Reilly’s 2006 talk, as platforms such as Twitter, Facebook,
and Snapchat have rocketed into the highest stratosphere of Wall Street
valuations. Those valuations are built, according to theorists such as Trebor
Scholz, Tiziana Terranova, and Christian Fuchs, on the free labor supplied
by these platforms’ users.20 Participants in Web 2.0 platforms enthusiastically sign on for what they see as an exercise in an enjoyable, democratic,
and nonhierarchical activity; meanwhile, the company supplying that platform is handed enormous value in the data it can now sell to marketers or
repackage for use elsewhere. The ideology of participatory culture is particularly strong due to how it promises pleasure and recognition, and to
the new forms of social capital that accrue from engaging with it;21 and it
is strong enough that even as people become more and more aware of the
costs of using Facebook and other platforms—among them loss of privacy,
digital discrimination, government surveillance—it is hard to disengage
from the seeming pleasure (and benefits) their use brings.
This free labor, then, is intricately tied in with the affective Web—an
assemblage that increasingly is less an inorganic machine than a seemingly
animated space that records, circulates, and communicates our emotions,
and that has its own influence on our emotions. Indeed, these sites depend
on the production and reproduction of affect—Facebook’s “likes” system is a
notorious example of this, and its recent introduction of six additional emotive icons (“Reactions”) illustrates, at the most basic level, that it is affect’s
proliferation that best benefits (i.e., profits) Facebook.22 Facebook’s liking
system is also a notorious example of a Web feature no one really likes—or
rather, a system that many people have disdained for multiple reasons, but
that they continue to use, because after all, how else could we show other
users that we are registering a response to their communication?
Jodi Dean identifies this conflict that peppers much of how people
engage with the Web as a drive: we don’t particularly like doing it, but
we feel compelled to do it anyway; a compulsion, i.e., a force that overrides our agential control, it is a drive. This drive undergirds what Dean
terms communicative capitalism, a form of late capitalism engendered out of
communicative technologies that monetize our communications and profit
from increasing the rate at which we communicate. The content of our
communications are of little intrinsic value: what matters is that we are
constantly communicating, whether it is about our personal lives, our professional lives, or our social and political environments. Communicative
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capitalism depends on an ideology that fetishizes the power of communication technologies to fulfill the promise of Western technologies: the
worldwide spread of democracy and development. In Dean’s elaboration
of it, “Communicative capitalism [is] that form of late capitalism in which
values heralded as central to democracy take material form in networked
communications technologies. Ideals of access, inclusion, discussion, and
participation come to be realized in and through expansions, intensifications, and interconnections of global telecommunications. But instead of
leading to more equitable distributions of wealth and influence, instead of
enabling the emergence of a richer variety of modes of living and practices of freedom, the deluge of screens and spectacles undermines political
opportunity and efficacy for most of the world’s peoples.”23
Dean’s work grows out of left and radical discussions about why leftist
dissent seems to have lost its effectiveness: how it is, for example, that a massive antiwar demonstration in 2003 merited no response from the George
W. Bush administration as it ran up to, then went full steam ahead with, the
Iraq War. For Dean, communication technologies are implicated in this
decline—in fact, they are intrinsic to it. While much political theory (e.g.,
that of Jürgen Habermas) bases itself in a foundational notion of humans
as communicative beings who debate about but eventually agree on how
to govern with each other, for Dean and other theorists of communicative
capitalism today’s technologies situate communication in a different sphere
entirely: “[C]ommunicative exchanges, rather than being fundamental to
democratic politics, are the basic elements of capitalist production.”24 Contemporaneous to this is our evolution to what Slavoj Žižek calls a “postpolitical” age, where politics, which necessarily entail antagonism and dissent,
are replaced with exhortations about listening and understanding, practices
that lead to the management of dissent and, ultimately, to its control. We
might think here of the long history of antiracist and antipatriarchal struggle in this country, which began their moments of dissent in the 1960s and
have lived through decades in which those struggles have been diluted and
suppressed through therapy (for example, the diagnosing of Black anger
as schizophrenia; the surge in antidepressants prescribed for middle-aged
women) or management (institutional efforts for tolerance and diversity,
in which neoliberalism redefines inequality as inequity in entry to and the
ability to draw from the capital of institutions or corporations). We might
think also of how courts and various federal regulations now serve to legislate the politics of gender (Title IX, for example) or how our popular
culture channels our politics of gender and race (feuds between Beyoncé,
Kanye, Taylor Swift, and so forth serving to generate massive quantities
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of online publications about gender and race relations). In this situation,
nothing is truly politicized; nothing can be politicized. Rather, everything
is there to be endlessly thought about, responded to, commented on: but
actual politicization is foreclosed. In such a seemingly dead-end situation,
the task of a left politics is to continue its efforts to politicize but, over and
above this, to articulate that politicization in reference to other struggles
against a shared opponent.
And yet, social media and other communicative platforms have every
reason to remain noncommittal on politics, certainly, and to resist their
own politicization, since what allows them to fulfill their responsibility to
their shareholders is the continued circulation of people’s affective labor, a
labor that might stop were there to be a sufficient political response. Here
is how Dean puts it: “Messages are contributions to circulating content—
not actions to elicit responses. Differently put, the exchange value of messages overtakes their use value. So, a message is no longer primarily a message from a sender to a receiver. Uncoupled from contexts of action and
application—as on the Web or in print and broadcast media—the message
is simply part of a circulating data stream, its particular content irrelevant.
Who sent it is irrelevant. Who receives it is irrelevant. That it need be
responded to is irrelevant. The only thing that is relevant is circulation, the
addition to the pool.”25
In the arena of today’s health care innovation, that pool is known as big
data. For readers in the medical fields big data is familiar in the AI Watson, heralded as the next step in medical care. Those same readers should
be aware that big data is being aggregated and accumulated from every
networked media platform, in fields ranging from sports betting to political campaigning. Critical media studies foregrounds that big data cannot
be thought without reference to the attention economy, where the profitability and success of both platforms, political candidates, and cultural
texts alike depend on how much of people’s time they can commandeer.
These grabs for attention collude in the ongoing polarization of people’s
understandings of the world as it is and politics as they should be. Communicative capitalism thrives on this polarization, because it begets ever more
affective labor—the registration of outrage, dismay, anguish: all the strong
emotions that we know communication online often provokes. At the same
time, communicative capitalism is sustained by our constant return to the
very scene of our strong negative feelings, where we look for emotional
sustenance and caring communities because we tend to get no response
from the political sphere.26 The more voices are registered on a site, the
more data it has to sell to marketers, the more revenue it generates, and the
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greater its market capitalization. Consider also the culture of online commenting, which is generally understood to unleash the worst exhibitions of
strong affective expressions. There is an economic incentive for websites
to allow such commenting, since strong (and often racist, misogynist, etc.)
expressions provoke more responses, and the more activity on a website,
the more data it gathers.
This book situates online communications about health, illness, and
disability within communicative capitalism. We go online to search for
medical information, to join support groups, to find alternative forms of
care, to express our frustrations with the byzantine nature of health care
and the insurance reimbursement process, to register for coverage under
the Affordable Care Act, to use fitness-tracking tools, to see what surgeons
have the best ratings—we do all of these time-consuming activities because
it is the only way we can navigate a dysfunctional health care system. This
means that the dysfunction of our health care system benefits communicative capitalism, in particular the markets of communicative capitalism that I
designate communicative biocapitalism. With this term, I join Dean’s concept
of communicative capitalism to a concept that scholars of science and technology studies use to designate a new form of capitalism that arose out of
late twentieth-century technoscientific and biomedical developments: biocapitalism.27 Growing out of developments in informatics, the life sciences,
and medical advances such as immunosuppression, biocapitalism is comprised by the new economies and industries that generate value out of parts
of human bodies. Biocapital fuels, for example, the organ transplant trade,
trade in tissues, surrogate motherhood, payment for eggs, and the pharmaceutical industry’s outsourced trials, and it underwrites today’s genomics
industries, where the body’s material substrate is converted into strings of
AT and GC that can be transferred through communications technologies.
In the speculative financial market logic on which biocapitalism is based,
once the body’s pieces or data about those pieces have been translated to a
state that is useful in another context, those parts are converted into value,
a commodity that can be bought and sold. This logic is, of course, the logic
of neoliberalism, and it is both produced by the neoliberal framework for
the social world and reproduces that framework. Kelly Happe argues that
the rise of genomics in the late 1980s and 1990s was produced out of the
social and political culture of the time, one characterized by a neoliberal
framework in which social problems were pathologized as mental issues
and scientific advancements offered as a salvific remedy; Kaushik Sunder
Rajan views the biotech developments that fueled outsourced trials as rising out of the neoliberal ethos of speculation and valuation borne in the
1980s; and Melinda Cooper demonstrates that the neoliberal experiment
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forming in the United Kingdom and United States of the 1980s forged
alliances between state-funded research, financial capital, and new technology markets that have only expanded ever since.
Perhaps the most obvious example of communicative biocapitalism is
patient-networking websites, the subject of my second chapter. Such websites have arisen out of people’s frustration with the medical industry and
health care in general, and their activities were present on the pre-Web 2.0
Internet in the form of electronic support groups hosted on newsgroups
and mailing lists; but today’s networking platforms are a significant evolution, because in addition to providing support networks they aggregate
massive quantities of communications about people’s conditions. Fulfilling
O’Reilly’s prescriptions, patient-networking sites advertise their service
as helping to educate users, bringing them support, making their difficult
experiences a bit more pleasurable, and speeding up the pace of research
into treatments; and the networking site PatientsLikeMe has come to dominate the patient-networking landscape because it has the largest user base,
and thus is accumulating the largest datasets. The sites and the research in
which they engage bolster medical models for physical and mental states,
and while they cannot (and do not) stop their users from searching for
alternate models, in general the sites efface such models. For example, as
I argue in chapter 2, the social model offered by disability studies or the
political understandings of physical and mental illness offered by radical
politics are not supported by the sites’ designs. Additionally, their profit
is based on the datasets people’s communications comprise—data that are
sold to the pharmaceutical and genetic databasing corporations the site
has partnered with. Since it is fairly safe to assume that profits from any
new treatments developed out of their user base’s communications will not
be shared with users, users’ communications and time spent on the sites
are a form of free labor, and if that labor does nothing more than support the aims of research today, in reentrenching existing possibilities for
addressing health and illness the sites siphon off energies that could be
spent enlivening alternate possibilities elsewhere. Time, after all, is energy,
and certainly disabled people and the ill have much less surplus time than
others. The growing literature on biocapital has not given full consideration to online communications as a spoke in the wheel of biocapitalism,
and portions of this book are intended to extend the theoretical insights
of work on the political economy of biocapital by such scholars as Rajan,
Cooper, and Happe.
By considering digital health through a political economy lens, we
might also consider whose voice is registered online; which groups, then,
are being converted to value; and the relationship between groups and how
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digital health intersects with race, debility, gender, and sexuality. Medical researchers are racing to catch up with the inscription of whiteness
in digital health tools, for due to the decade of the digital divide and subsequent disparities in digital literacies, people who are socioeconomically
advantaged and not subject to structural racism have been the ones for
whom digital health tools have been designed. This means studying how to
make tools or health campaigns that are specific to “underserved” groups,
for example, but the fact remains that as in many other areas of technology design and scientific research, the default assumed user has been a
white person—usually, a white man.28 As new populations enter into these
markets, questions arise around how their voices are articulated and how
those datasets are used. More than this, that entrance brings into relief how
neoliberalism looks for ways to ever expand its markets. Jasbir Puar has
argued this expansion underlies how risk today is reformulated into what
she calls “prognosis time,” or the state of incapacity-to-come in which risk
discourses situate us.29 Puar joins with other theorists (among them Lauren
Berlant) who consider that expansion as dependent on “slow death,” a state
of debility that poor communities and communities of color are generally
subject to.30 More recently, “slow death” has been cast in relation to “toxic
exposure,” to indicate the links between the environmental pollution that
communities of color face (e.g., the poisoning of Flint’s water; lead paint
contamination; higher levels of asthma), and which will reappear in this
book’s chapters in discussions of breast cancer.31
Puar’s and Berlant’s theories have been controversial, no doubt, in part
because scholars question whether the people Puar and Berlant are discussing actually experience their particular somatic or mental states as slow
death.32 And while I respect these positions, it can’t be denied that no matter how people experience their particular states, once digital health enters
the mix and those experiences are expressed, measured, and recorded,
new markets form out of them, markets from which those people do not
profit and, as decades of study have shown, that further cement economic
inequalities. And as often as not, the response from the health professions
does not respect the ways in which people living in such states have chosen
to define their own experience. Even when they do, big data finds a way to
make those definitions profitable.

The “voice of the patient” being registered online is remarkably similar to
the one that narrative medicine and the medical humanities have sought
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to center in their practices. One of these fields’ goals has been to create doctors better able to listen to their patients, to hear their patients’
stories, and to honor those voices as an integral part of the health care
experience. This is the same framing that the patient voice meets online,
and I am concerned in this book with mapping out what that similarity might tell us about the fields themselves. One of my central claims is
that aspects of the fields align too closely with neoliberal frameworks. As
I noted above, the blossoming of the medical humanities is often identified as sometime in the mid-1970s, exactly the decade of health care’s
neoliberalization through HMOs inserting themselves into the practice
of medicine, diminishing physician’s authority within the clinic and creating new barriers to providing quality care.33 It is significant to note this
historical congruence, although it will require other work to more fully
flesh out causes and effects. Instead, we might consider how the field has
developed within institutions undergoing neoliberalism’s intensification.
Brian Dolan explains that the initial flourishing of the medical humanities in the 1970s hit a significant roadblock when in 1981 President Ronald Reagan slashed the National Endowment for the Humanities (NEH)
budget—money that had been funding grants to develop humanities curricula in medical schools. New justifications for the field arose using the
neoliberal lingua franca of the belt-tightening 1980s and 1990s: “Whereas
in the 1960s and 1970s the humanities were asserted as being necessary to
service a deficit in medical education, the more precarious context of the
1980s and 1990s brought in a more nuanced language where the humanities were value added to medical education” (emphasis in original).34 At this
historical juncture, the field was often rhetorically framed as part of efforts
to identify—that is, measure—values, their worth, and, conceivably, their
effect on outcomes.
It is against this history that I view key medical humanities principles
such as developing empathy and listening. The goals of improving individuals’ interpersonal skills are often enlisted to address issues that to my
mind are caused by deep structural problems—a typical neoliberal technique to depoliticize what are social and economic issues. The tightening of
resources and time within health care seems ample reason for physicians to
be harried, brusque, and paternalistic in their desire to have patients comply, and indeed there are good published accounts of the ways austerity and
the costs of a medical education, insurance reimbursement struggles, and
pressures to see more and more patients stymie the most well-intentioned
doctoring.35 The medical humanities and narrative medicine step in and
say that reading books and learning to observe artworks will serve as a
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partial remedy. But this is at most a temporary balm for a symptom, not an
actual attack on the causes of the disease.36
The situation is perhaps most evident in the fact that one of the original inspirations for medical humanities as a field was medicine’s increasing
technologization, a technologization that has done nothing except proliferate. Consider, if you will, the following statement about the beginnings
of the field and what it confronts today. “[In the 1970s], there was growing
concern that medicine would become ‘the paradigm of a technocratic antihumanism, in which man himself becomes an abstraction.’ The turn to the
humanities [including through the study of visual art] might counter this
dehumanization. . . . Thirty years later, sitting in front of the Electronic
Medical Record, or utilizing imaging technologies which make patient
narratives almost superfluous, one might ask if the visual medical narrative
has become the doppelganger of medical dehumanization?”37 The answer,
for the particular scholar quoted here, is that this doppelganger’s appearance signals a need for a newly fortified visual medical humanities. I argue
instead that it is time to consider whether the interpretive practices of the
fields are part of the problem—whether they abet the foundational causes
of the issues they intend to address.
In general, the fields’ hermeneutics have shied away from what literature and other humanities fields call the hermeneutics of suspicion, ideology critique, or skeptical reading. And for good reason: fields that aim to
restore legitimacy to the patient voice would undermine their project if
they drew on ideology critique in its purest form, where the artwork is
demonstrated to have latent content that contradicts or disrupts its manifest content. Applying that kind of skeptical reading to a patient’s story is
tantamount to viewing that story as a psychosomaticization.38 And so it
is not surprising that the fields have been attracted to other interpretive,
“postideological” modes, such as ethical criticism or affective theories.39 At
the same time, their attraction to these modes of criticism could be read as
itself a sign that they are doing work for neoliberal capitalism. Considering
that the fields themselves emerged during the time of neoliberalism’s rise,
the 1970s and 1980s, which was also the time when what Eva Illouz calls
“emotional capitalism” came to thoroughly saturate organizational and
management thought in the West, it seems likely that the fields’ investment in producing a more emotionally sensitive physician has some ties
to that formation.40 In chapters 1 and 5, I drill down on this correlation,
showing that in fact the forms of interpretation the fields favor correspond
to and advance neoliberal logics. Here I will summarize by mentioning
that some of the most widely cited books in the field overlook the more
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politically engaged forms of literary analysis, instead offering typologies of
illness narratives, a mode of literary criticism that has undergone sustained
attack from some quarters as a depoliticized, ahistorical form of analysis.
Whatever their hermeneutic preferences, on the whole the fields have
paid little critical attention to their location and function within institutions
of higher education, medical schools, and the medical establishment itself.
This absence seems significant, especially in light of the fact that related
humanities fields (particularly literature departments) are extremely aware of
their economic function within the university and of the politics of hermeneutics, and it has not escaped attention that literature departments, where
Marxism rose to prominence in the last decades of the century, have come
under budgetary attack at the exact moment that the American university
system has become neoliberalized. This is the same time period when medical humanities programs became increasingly integrated into medical education, and it could be argued that medical schools use programs that purport
to increase physician empathy as a sufficient response to criticisms of health
care. Reading practices drawn from the more explicitly political traditions of
literary criticism might trouble this relationship.
To drive home the points I am making around the role of empathy
today (and that I explore in more depth in chapters 1 and 5 in particular), we could consider how empathy has been framed in relation to the
Affordable Care Act (ACA). The ACA enumerates four principles: patientcentered care; outcome assessments; evidence-based practice; and transparency. Beginning in 2013, Medicare reimbursements were tied to outcome assessments—that is, measures of cost and quality, some of the latter
quantified through customer-satisfaction surveys. Because of this incentivization, health care professionals began to research how to improve those
outcomes, and one possibility that received heightened interest was that
empathy in the clinical encounter might improve those outcomes.41 Empathy, in other words, is justified through its instrumentality to a hospital’s
finances,42 quantified within the logic of the market. And just as empathy is
monetized within the health care system, important voices in the emerging
refiguring of medical humanities as health humanities are making a corresponding case that the value of literature lies in its potential to cut costs:
a group of British scholars has recently argued that, once evidence-based
studies have proved that reading can improve well-being and health, they
can be used to “convince policymakers and funders that reading is both
important and cost-saving.”43 Empathy and literature, in other words, are
here conceived within the logic of the market—the logic of neoliberalism.
This book hones in on and illuminates the alignments between the human-
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ities and medicine fields and neoliberalism, and it explores the troubling possibility that the fields are helpmeets to neoliberal health care. This alignment,
I argue in chapters 1 and 5, is identifiable in the approaches to literature the
fields have tended to favor. But this does not mean that they need always
practice such approaches, and to the end of offering alternate pathways this
book describes other modes of literary and media interpretation that the fields
might explore. These are drawn from both cultural and media studies, fields
that have historically been interested in elucidating the ideologies that inscribe
technology and narrative and that therefore get at the economic, social, and
political dimensions of stories, of technologies, and of health.
Let me illustrate how the intersection of literary and media studies might benefit the medical humanities through a concept I will use at
points in this book, “coaxed affordances.” The term “affordances” has a
long history in technology studies,44 where it was first taken up to counter
the then-dominant conceptualization of the relationship between technology and society, technological determinism. Technologically deterministic
theories viewed technologies as the causal agent of changes in society and
culture; affordances instead conceptualized technologies as offering up a
set of possible uses that society and culture put into practice according to
existing cultural and social dynamics. Literary critics have taken up the
concept in relation to print and digital narratives, where the concept of
affordances has been useful for elucidating the relationship between form
and content and between genre and individual narrative: a genre, for example, is governed by certain conventions (or possible uses) and the author
implements them in relation to the specifics of a historical moment. With
narrative, literary scholars have developed the term “coaxed affordance” to
delineate that the conventions that govern media forms and genres coax
certain narratives from their users—that the field for play is not infinite.45
For example, Sidonie Smith and Julia Watson, influential scholars in the
field of life writing studies, argue that life narratives are not freely constructed; rather, the situations in which they are created or disseminated
coax a particular shape for that narrative in response to that environment.
Among their examples, Smith and Watson include medical forms: these
coax a particular type of life narrative, one that is interpreted according to
fixed criteria determined by charts, demographic information, or details
about lifestyle behaviors.46
Their example can be extended to the narratives coaxed by biodigital
tracking devices. Like medical forms, such devices represent the data they
collect in specific arrangements, thereby shaping what narratives those data
are pressed into telling. A FitBit, for example, represents the data it collects
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with representations that coax ableist narratives for health (by prioritizing
activity and calorie burn) and using healthist rhetoric (“Want to challenge
yourself to be more active?”; “Are you more active than your friends?”).
Two concepts I draw on throughout this book are particularly salient to
the FitBit, and they help to deepen the notion of a coaxed affordance:
governmentality and technologies of the self. Michel Foucault’s concept
of governmentality refers to all conduct of conduct—that is, the microphysics of power exercised as individuals bring their behavior and thinking
into conformity with established values and social rules. “Technologies of
the self” names those modes of inscription by which individuals exercise
such governmentality. Where in previous centuries, diaries and the novel
were key technologies of the self through which subjects aligned themselves with their eras’ dominant ideas of proper conduct, today’s biodigital
devices serve as technologies of the biodigital self, through which users are
coaxed into cultural norms for wellness as those articulate through digital
inscription devices. For example, consider the following quotation from
a post to the Quantified Self website (examined in more detail in chapter
4), about “Telling Stories with Data.” The authors write, “Ultimately, telling stories is how we connect to each other, learn from each other, and
transmit our culture. As the tsunami of personal data continues to expand,
we need the right tools to understand what stories the data tells. Our data
can be a rich repository of stories for ourselves, our descendants, and the
archives of human history, if we can extract and preserve meaning.”47 This
understanding of story in relation to data—story as interpretation of data,
which themselves have no interpretive layer—signals that the vanguard in
digital health sees what they are doing as the grounds for story—indeed,
for culture itself. The readings this book offers make the case that the stories being generated are coaxed from the outset, in particular by the neoliberal ideology that imbues the very devices recording that data and the
governmentality they exercise.
In addition to its use of media studies, this book draws on and joins with
other work that brings medical humanities into conversation with disability
studies, for the former could learn much from the latter. Indeed, a deeper
conversation among disability studies, with its strong vein of work connecting social and structural determinants to ableism, and the medical humanities and narrative medicine might do much to allay concerns that, when
viewed through a Foucauldian lens that sees discourses as a matrix through
which power operates, the fields collude to bring people into contact with
a knowledge system that transforms them into patients. This is especially
important in light of the neoliberal trajectory that seeks to expand markets
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everywhere. If potential customers of health care find it so unbearable—
paternalistic in its efforts to get patients to be “compliant”; dehumanizing in
how doctors sometimes speed through examinations; byzantine in the effort
required to navigate it—that they avoid purchasing its services, they refuse,
however unwittingly that may occur, to be brought within its knowledgediscourse-power matrix. If narrative medicine and medical humanities aim
to soften that process—a process that potentially creates new markets and
that entrenches the governmentality exercised on and through the modern
subject—they can be viewed as an instrument of power. I therefore work
throughout this book to untangle points where governmentality and ableist
assumptions have become imbricated in the fields.
These readings are also offered to exhort medical humanities and narrative medicine, whose hermeneutics are derived from literary studies, to
revise them in light of media and technology studies, for the latter are
appropriate guides for the fields as we enter the digital health era. The
case I make is not only that medical humanities and narrative medicine can
benefit from—and indeed should incorporate—these fields; it is also that
it is only those methods existing to analyze narrative, common to literary criticism, in conversation with media and technology studies’ ability
to illuminate media and technology critically, that will be able to address
what happens as digital health penetrates deep into our existing social and
institutional arrangements.

Chapter Breakdown



All chapters in this book, whether they analyze the medical humanities and
narrative medicine or communicative media, pursue analyses of cultural
work with the intention of modeling how scholars in those fields (and others) might read for structures. In this, I apply a general framework that looks
to the structural determinants of the topic under discussion. For readers in health professions, this will be familiar from the health professions
approach to the social determinants of health—social determinants that are
also always structural. Just as structural racism affects how environments,
communities, and interactions with institutions have been designed, and
in so doing affects the health of people of color, so too has structural (and
systemic) racism affected how communicative media have been designed.
Structural racism has also affected how work by artists of color has been
taken up within mainstream contexts; for example, we could name the way
the publishing industry has been designed in ways that limit fostering and
publicizing the works of writers of color as a product of structural and sys-
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temic racism, which has meant that people of color have been at a structural
disadvantage getting jobs in publishing, holding influential positions in the
culture industries, or getting published at all. Viewing structural racism,
structural sexism (more commonly known as patriarchy), and structural
ableism as imbricated within institutions, bodies, and culture, the chapters
in this book all advance methods linked in their goal of reading for structures. In this, they join other work in medical humanities, particularly work
on gender and sexuality, that has been attuned to the structural dimensions
of health care.48 At the same time, much of what this book does aligns it
with long-standing traditions in feminist, critical race, and disability studies of literature and media, so in that sense it helps make more pronounced
the threads connecting all of those fields.
The first chapter maps out weaknesses in the reading practices used
in the medical humanities and narrative medicine through an analysis of
their lacuna around race. It argues that what I call the empathy hypothesis—
the widespread belief that literature can be used to foster empathy, and
that empathetic witnessing will improve health care—has helped maintain this lacuna, and I demonstrate this through analyzing how the fields
have framed the illness writings of two African American authors, Anatole
Broyard and Audre Lorde. By examining how scholarship in the fields has
expunged their writings of political import—their works’ critique of how
racism permeates medicine and produces medical racism—I demonstrate
what the fields’ focus on empathy and witnessing has allowed them to miss.
I pursue recent proposals for a turn toward structural competency as aligning with work in feminist, disability, and critical race studies that helps
illuminate where structural oppression intersects with health, and I offer
alternative reading practices for the fields that might help them better analyze texts and teach doctors how to identify structural forms of oppression
and their existence in health care settings.
Chapter 2 considers how digital health refracts “the voice of the
patient,” that key trope in medical humanities and narrative medicine,
and it develops in more detail the concept of “communicative biocapitalism,” which provides a framework for understanding how “the voice”
fuels emerging forms of biocapital. The chapter concentrates on illnesses that are contested (fibromyalgia and myalgic encephalomyelitis/
chronic fatigue syndrome) because, often dismissed as illegitimate diagnoses by the medical establishment, they clearly illuminate the politics
of the “voice of the patient”; they are also feminized illnesses, and thus
illuminate in particular the gendered politics of illness. The ongoing
struggles over who can legitimately “speak” about the illnesses are con-
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testations over legitimacy and authority, and these struggles have made
their patient communities active participants in Health 2.0 sites, which
promise to help “the voice of the patient” speak and be heard by scientific authorities. However, the fact that Health 2.0 sites monetize this
contestation, profiting off patients’ needs to communicate among each
other, pushes us to think about what sort of “speaking” the sites encourage, since they have a vested interest in drawing out that speech. I analyze
how the design of patient profiles and community interaction configures
the subject as a neoliberal patient whose activity is that of the responsible health-oriented citizen, transmuting her debility into working for
capacity. By considering how digital inequality affects who participates
in this site, I propose that these sites may themselves be designed in ways
that marginalize certain groups (women of color in particular). Finally,
I argue that these mediated co-optations of that central site of interest
in the humanities and medicine fields—the patient’s narrative—press us
to integrate new media studies methods into the fields. I conclude the
chapter by discussing the novels of speculative Afro-futurist writer Octavia Butler, whose work has not received much attention in the fields but
has much to tell us about communicative biocapitalism, and a memoir by
Native writer Linda Hogan, whose illness memoir radically contextualizes the Western frame that digital health applies to illness and offers
insights into thinking about systemic and structural racism and their
effects on the health of Native communities.
In chapter 3, to detail how digital health tools are coded in regard to
gender, race, and debility/capacity, I contrast patient-networking websites with a different group being heralded as the vanguard of our digital health future, Quantified Self, whose members use tracking devices to
quantify their lives. Different from patient-networking websites, which are
designed for n of many studies, Quantified Self participants design and
implement n of 1 studies, in doing so exercising a governmentality of the
self regulated by the discourse of scientific objectivity, and some of them
work on the engineering end to develop biodigital tools. On my analysis,
the active, agential, and productive generation of biodigital tools becomes
coded as masculine and locates the subject as what Jasbir Puar calls “for
capacity”: the self-entrepreneur who produces value for high tech industries and ideologies. These participants exercise a masculinized practice
of technological abstraction that is distinguished from patient-networking
websites that code their users, the surveilled, as feminized, and the gendering and racialization in the marketing materials for these tools highlights
that their imagined incorporation into daily lives feeds off existing cultural
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discourses, where some lives and lifestyles matter more than others. At the
chapter’s end, I consider a work of art by a Quantified Self member, and in
reading it I enroll the disability studies concept of the misfit and the STS
concept of intraactivity to elaborate other ways of theorizing the relationship between humans and data.
Extending chapter 3’s concern with the gendering of a digital health
public, the fourth chapter looks at how narratives of a gendered disease,
breast cancer, generate value for digital publishing platforms and social
networking sites. The chapter reveals the role of regulation and algorithms in determining what narratives gain prominence, and thus how the
political economy of platforms and algorithms affects the representation of
breast cancer. The chapter is particularly concerned with illuminating that,
because its value resides in its ability to generate affect, social media tends
to make dominant, medicalized, and ableist frameworks for breast cancer
visible, while rendering others less visible, even sometimes invisible. I end
the chapter by considering a project about queer cancer hosted outside
for-profit publishing platforms to think through what alternatives to hegemonic discourse about breast cancer it allows.
In the final chapter, I scrutinize the alignments I see between the
humanities and medicine fields as well as the newly proposed health
humanities, with the particular aim of examining how that alignment has
affected the hermeneutic techniques often advanced as the appropriate
way to read literature (and to teach reading it). I show that some key
principles, particularly the empathy hypothesis, are too close to neoliberal frameworks for comfort, and that these continually prove themselves
irrelevant for people of color. I offer alternative ways of reading by interpreting the work of African American poet Claudia Rankine. Her poetry
takes as its topic how the mediation of state violence exercised on people
of color contours the affective state of the viewer, and it refuses typical
modes of empathetic witnessing as a salve for such violence. It thus forms
an exemplary body of work by which to seek out alternative models of
reading for structures.

Because I am bringing together fields whose literatures often use different
terms for similar entities or where terms are under contestation, it is useful here to outline those that may be unfamiliar or themselves contested.
The term that may be standing out like a sore thumb to some readers is
medical humanities, which recently underwent prolonged debate on mailing
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lists and within professional associations. In different locations, the preferred term is now health and humanities; in others, it is health humanities.49
A recent suggestion is “biohumanities.”50 I have chosen to remain with
“medical humanities” throughout much of the book, mostly because it is
immediately recognizable, but also because the literature I am engaging
with is still situated there. When I refer to medical humanities in consort
with narrative medicine, I collapse them into the slightly less cumbersome
humanities and medicine fields. I do enlist health humanities when I am referring to the particular works and approaches now emerging under that term.
Nevertheless, I remain uncomfortable with these terms. In moving
away from “medicine” to “health,” they name as their object of scrutiny
a concept imbued with cultural, social, economic, and political meanings
that disability studies has and will continue to challenge. Health’s binary
opposites are illness and disability, states that health abjures. This disciplinary terminology works to privilege health as the desired goal, and at the
level of discourse it eschews the politics that disability studies locates in
our attitudes and dispositions toward bodies and minds. Repeating it as the
central focus of inquiry reifies its valued status and does continued discursive harm to those designated disabled.
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I begin this book by examining practices of reading in the medical humanities and narrative medicine in relation to medical racism. Using an example
with a particular urgency in the years of Black Lives Matter, I hope to
underline the high stakes in our practices of reading. Medical racism is
a product of structural and institutional racism, and the fact that it exists
even after the sciences have declared that race is not biological attests to
how deeply inscribed in those structures and institutions it is. This chapter argues that without the sustained attention to race that the fields have
not yet performed—including attending to how the field’s whiteness has
contoured its hermeneutics—they risk abetting and reproducing medical
racism, and the structural racism that scaffolds it.
In 2000, the Human Genome Project (HGP) was applauded for providing definitive evidence that race has no biological foundation. Around
the same time, medical journals called for increased scrutiny, if not outright dismissal, of racial classification and profiling in the clinic and in
research.1 Yet even as race has been delegitimized by these authoritative voices, its use in the clinical setting is still common, with rationales
ranging from its adequacy as a tool for categorizing people to the exigencies of prescribing race-based pharmaceuticals.2 It is also still alive
in the well-documented conscious and unconscious forms of racial bias
that play out in clinical interactions. In its less-recognized incarnation,
biological concepts of race that reigned in earlier decades persist in how
medicine conceives of the organs and disorders of African Americans as
differing from those of other groups.3 Science’s delegitimizing of race
has not, in other words, brought an end to race’s life in medicine, where
25
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its continued presence has material effects on how people of color are
diagnosed and treated.
In the late 1990s and early 2000s, health care responded to problems of
bias by issuing cultural competency guidelines. Medical school education
boards followed suit, issuing their own set of objectives for a cultural competency skill set that would counteract “evidence of racial . . . disparities
in health care.”4 Such skills are intended to help medical school students
understand that patients of diverse cultural backgrounds “perceive health
and illness and respond to various symptoms, diseases, and treatments” differently, and to “recognize and address gender and cultural biases in health
care delivery” with the goal of improving physicians’ interpersonal skills
with patients of diverse backgrounds.5 Yet for all their noble intentions,
cultural competency courses and the skills they aim to impart do not get at
the root of racial disparities in health care—that is, structural racism. Racism is not simply enacted in select interpersonal interactions; it is inscribed
in the institution of medicine, and no amount of retraining individual physicians will fix an institution. Additionally, when we examine whether cultural competency curricula are achieving their stated goals, it is hard to see
their effect. As John Hoberman argues, there is little evidence that cultural
competency courses have been ubiquitously integrated into medical school
curricula; there is less evidence that such courses are having an effect on
the culture of medicine; and there is no evidence they are reducing students’ bias.6 Data from official organizations about disparities in health
care certainly do not reflect any changes; for example, the US Department
of Health and Human Services Agency for Healthcare and Research Quality reported in 2014 that people of color received worse quality of care
than did white people, continuing a trend documented in the first year the
agency began compiling its reports, 2003.7 Perhaps most significantly, cultural competency courses do nothing to enlighten physicians-in-training
about structural racism, which causes the very diseases and conditions
they observe in their patients. In fact, assuming students are exposed to
the health professions literature on health care disparities, as well as to
declarations by such august institutions as the World Health Organization
(WHO) that the social determinants of health are of paramount concern,
cultural competency curricula might in fact be redirecting the focus that
should be trained on the social determinants of health to a solution based
on cultural interactions.
What role have the medical humanities and narrative medicine fields
played in this situation? In general, the fields have promoted a pedagogical agenda based on “fixing” poor interpersonal skills through engagement
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with discrete literary works. Hoberman, for one, has vociferously criticized
both the privileging of the single work and the aim of fostering identification, asserting that this approach should be replaced with sociological
or anthropological analyses that illuminate social context.8 This chapter
argues instead that literary studies (and the study of single works) do have
a place within an antiracist medical humanities and narrative medicine
practice, provided the fields shift toward methods of interpretation that
foster what Jonathan Metzl and Helena Hansen have termed structural
competency. For Metzl and Hansen, structural competency recognizes that
bias in the clinic derives from the stereotypes and stigmas health care professionals learn from the culture at large, stigmas that are themselves the
product of structural racism. In other words, “stigmas are not primarily
produced in individual encounters but are enacted there due to structural
causes,” and so it “follows that clinical training must shift its gaze from an
exclusive focus on the individual encounter to include the organization
of institutions and policies . . . if clinicians are to impact stigma-related
health inequalities. . . . [M]edical education needs to more systematically
train healthcare professionals to think about how such variables as race,
class, gender, and ethnicity are shaped . . . by the larger structural contexts in which their interactions take place.”9 A structural competency program would enable students to identify and consider how structural racism
informs everyday living (and thus has a direct effect on the bodies and
minds physicians treat), their own interactions with patients, and the medical institution itself. Such a program would shift the reparative focus from
individual interactions between physicians and patients to the institutions
and structures that delimit those interactions.
Medical humanities and narrative medicine could meet the general
aims of structural competency if the fields were to foster textual readings
that elucidate how ideologies of race, gender, and disability inform social,
political, economic, and institutional structures, which then inform health
and illness.10 I argue that such interpretations, encapsulated in the term
reading for structures, become even more necessary when we scrutinize the
cornerstone principles often said to undergird the fields: empathy and listening.11 Those skills, whatever their value, can do little to overcome the
racist practices and biases embedded in medicine, which are institutionally reproduced, not intrinsic to interpersonal relations. That orientation,
I show below, is in part a result of the body of literature the fields’ scholarship has chosen to analyze, for it is authored in the main by people who do
not experience the daily visible and invisible insults of racism. It is questionable, then, whether principles derived from such texts are relevant to
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people of color. When cultural competency is joined to these principles and
their union framed as a sufficient response to racism in health care—where
the individual physician learns the skills necessary to listen to patients and
to respect cultural differences—the locus of antiracist endeavor becomes
the individual, rather than institutions and structures.
To illustrate a mode of interpretation that illuminates structural racism,
I return to texts that medical humanities and narrative medicine consider
more or less exemplary at representing a patient’s desire to be listened to
and empathized with, and I analyze them using a mode of analysis attuned
to structures. Both works were authored by African Americans—one of
them, Audre Lorde, explicitly African American identified; the other, Anatole Broyard, a writer who passed as white—yet readings of their works
by medical humanities scholars contain little consideration of race. I show
that their works implicitly and explicitly decry structural racism and that
medicine in particular is figured within that indictment.
The import of this rereading of the works is twofold. First, by highlighting that Lorde’s explicitly political critique of medicine has been
neglected, I demonstrate that the accepted interpretive approach’s focus on
the individual has had the effect of obscuring other available approaches.
My analysis of Broyard buttresses this claim. Broyard’s works have typically
been considered emblematic expressions of the patient’s desire for a good
and empathic listener, but I show how we must consider them emblematic
of passing narratives. Passing, by its nature, proves that structural racism
keeps people of color from living full lives, and passing narratives, which
operate on multiple layers of signification, ask that readers consider their
own assumptions about race and how those assumptions play out in acts
of reading. Once we consider them as narratives that in their very masking
of race reveal structural racism, Broyard’s works allow us to examine the
medical humanities’ own role in maintaining that structure, and to consider what the field could do better to hurry its demise.

In this section, I trace two histories: first, the historical neglect of African
American literature in seminal scholarship in the field, and how that literature, when it does appear, is framed and interpreted; second, the history of
how Lorde’s work has been received by her interlocutors.
Hoberman has already provided information on the lacuna around race
by looking at the medical humanities’ key journals: in the first fifteen years
of Literature and Medicine and the first thirty of Journal of Medical Humani-
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ties, about 1 percent of articles examined race. In 2015 I extended Hoberman’s analysis, which concluded with the journals’ 2009 issues, and found
that the trend continued. Literature and Medicine contained no articles that
considered race. (It did, however, include one special issue on world literature and global health, and those articles took up issues of colonialism;
additionally, since 2015, multiple issues have included some, if not many,
articles that take up matters of race.) Journal of Medical Humanities evinced
a greater interest in race in the United States context: 7 of 134 articles since
2009 concern either writers of color or questions of race/ethnicity in medicine.12 If we consider the recent collection Health Humanities Reader, too, we
see a greater attention paid to race; the volume devotes a section to race and
class, giving this topic the same allotment of pages as other sections on “The
Body,” “Disease and Illness,” and “Gender and Sexuality.” It is to advancing
these burgeoning energies that the rest of this chapter is dedicated.
The earlier significant lacuna in the fields’ key journals around race is
mirrored in the fields’ foundational works: Howard Brody’s Stories of Sickness (1987), Arthur Kleinman’s The Illness Narratives (1988), Arthur Frank’s
The Wounded Storyteller (1997), Anne Hawkins’s Reconstructing Illness (1999),
and Rita Charon’s Narrative Medicine (2006). Each in its own way honors
fairness and equality in health care, and some are explicit about framing
their work in relation to social justice efforts. Yet none contains a sustained
conversation about race; nor, moreover, do any of them draw significantly
on works by writers of color. If we read this absence for its structural determinants, we might note that many factors are at play here, among them
structural racism and the publishing and culture industries. Structural racism influences literary production at every end, from authorship to marketing: who obtains influence within a culture industry organized around
education, taste practices, and socializing occurring within racist contexts;
contracts that depend on the size of the potential market, and whether that
market can accommodate writings about and by people of color; and who
has the means to dedicate time to writing literature. Thus this absence can
in part be attributed to how structural racism affects whose stories are valued within a culture industry—whose are assessed as valuable enough to be
brought to market and made visible to wider audiences. At the same time,
we should reflect on how structural racism has also affected the institution
of medicine and thus medical education. None of these five authors are
people of color and, to be sure, there has been and continues to be a lack
of people of color in the more specialized arenas of the health care professions. The institutionalization of whiteness has effects at all levels, including in the topics that make themselves visible as worthy of study.
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The omission does not in and of itself detract from these authors’ professed desire to address socioeconomic and racial disparities in health.
Additionally, it does not mean that they presume universality from the
white authors they examine. But it does mean that the now-canonical
scholarship in medical humanities and narrative medicine has prioritized
authors of the race category whose privilege insulates them from questions
about how race informs illness, health, and/or the patient-doctor relationship. The narratives upon which they elaborate their arguments, in other
words, are authored out of social locations little troubled by the realities
of racism. And if scholarship continues in this vein, we risk reproducing
whiteness as an assumed norm.
What relation, if any, does this lacuna bear to the claims that literature
and literary analysis can inspire empathy and the ability to listen and to
witness? Generated out of a limited set of texts, are these claims generalizable to all groups of people? We find one answer in an application of the
reading-for-empathy model. Delese Wear and Julie Aultman devised a syllabus intended to expose medical school students to issues in families that
diverge from that of the middle-class norm typical of most students’ backgrounds. Drawing on the basic tenet that reading literature can improve
students’ empathy skills, Wear and Aultman hoped that students would gain
insight into people of backgrounds and with value sets unknown to them
by reading literature about such families. Instead, they found that their
students resisted understanding or empathizing with characters whose cultural, social, or economic experience was far outside theirs, or with those
who rebelled against social norms (for gender, race, family, sexuality, and
so forth). Because students may empathize only with those characters (and,
potentially, patients) whose life experiences and values mirror their own,
Wear and Aultman suggest moving away from a medical humanities praxis
focused on the individual and moving toward fostering an understanding
of how social, economic, and cultural forces impact health.
Analyzing work by writers of color for its representation of empathy
provides another window into whether such claims are generalizable.
Rebecca Garden, for example, scrutinizes a text by Dominican writer Junot
Díaz that includes moments of empathy. Rather than presenting empathy
as something to be desired, Díaz’s text depicts empathy, when directed at
people of color, as wrapped up with judgment. Put another way, the presence of structural racism means that empathy depends on the very model
of authority and paternalism it is presumed to negate. Díaz’s text thus cautions readers to examine empathy critically, and it suggests that “empathy
may be of limited benefit.”13
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In addition to work in the humanities and medicine fields critical of the
value of reading for empathy, black feminist literary and cultural theory
criticizes assumptions about cross-racial empathy. Black feminist theorist
bell hooks, for example, argues that encounters with difference in which
the subject does not relinquish his position of power but deepens his
humanity through that encounter are marked (and marred) by a desire for
the other that ultimately undercuts actual political action.14 Alicia Gaines
extends hooks’s theorizing in a reading of “black for a day” exercises and
other passing narratives, arguing that they deploy the idea of empathetic
identification to satisfy a white liberal desire for social improvement only
to foster a false consciousness about race and racial politics.15
Audre Lorde’s literary works similarly problematize notions that the
reading process should inspire empathy. In Burst of Light, published years
after her earlier work Cancer Journals, Lorde looks back over the earlier
text and writes that its “power doesn’t lie in the me that lives in the words
so much as in the heart’s blood pumping behind the eye that is reading,
the muscle behind the desire that is sparked by the word—hope as a living state that propels us, open-eyed and fearful, into all the battles of our
lives.”16 This description of what Lorde envisions her writing to do differs
significantly from the empathy hypothesis. Her words are things of power
not because they express her “self” (their “power doesn’t lie in the me that
lives in the words”) but rather because they affect the cogito taking them
in, an affective power that then sparks something in the body (“the heart’s
blood”; “the muscle”). The use of the somatic register does not stop, as is so
often the case in accounts of reading as affecting, with that engagement of
the corporeal; rather, the “living state” translates this affectedness into the
realm of battle, which for Lorde is always a realm of intellectual collective
engagement against structural forms of oppression.
What Lorde’s own explanation of the reading process illuminates is
that she does not consider her work’s affective power to reside in inspiring
empathy. In a later passage that documents an unpleasant encounter with
a physician and then imagines a pleasant encounter, there is no mention of
a need for empathy from the physician. During the unpleasant encounter,
“[W]hat [the male physician] said to me was, ‘if you do not do exactly what
I tell you to do right now without questions you are going to die a horrible
death,’” while “[w]hat that doctor could have said to me that I would have
heard was, ‘you have a serious condition going on in your body and whatever you do about it you must not ignore it or delay deciding how you are
going to deal with it because it will not go away no matter what you think
it is.’ Acknowledging my responsibility for my own body.”17 In the alternate
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response Lorde envisions, the physician would not empathize with or witness her; rather, he would acknowledge her autonomy. When that autonomy is not acknowledged, Lorde writes, she “feel[s] the battle lines being
drawn up in [her] body,” employing the trope recurrent throughout her
work of the battle women of color wage daily against white capitalist patriarchy.18 What Lorde wants is basic respect for her agency and autonomy;
when she does not receive it, she reads it as the failure not of an individual to
understand her but rather of a series of structures that allow that miscomprehension to occur in the first place, and her personal response is to engage
in battle against the structures that buttress and legitimate his practice—
racism’s intersection with patriarchy, homophobia, and capitalism.
Perhaps the clearest exposition of what drives Lorde’s “battles” can be
found in her Cancer Journals. Toward the end of that volume’s third essay,
Lorde explicitly condemns that Western medicine emphasizes curing and
treating cancer rather than advocating against the environmental pollution
that is linked to cancer, and which disproportionately affects communities
of color. Such environmental racism, for Lorde, exemplifies the intersection of capitalism with racism. Lorde also denounces the heteronormativity
inscribed in the medical treatment of breast cancer, which assumes postmastectomy women will—and should—want their breasts reconstructed
in order to conform to heterosexual imperatives about female desirability.
These are not, Lorde makes clear, criticisms aimed at specific hospitals,
doctors, or organizations: they are criticisms aimed at medicine that institutionally reproduces structural racism, heteropatriarchy, and socioeconomic injustices.19
Lorde’s structural critique of medicine has been elided in discussions
of her work in influential works from medical humanities and narrative
medicine, suggesting those fields’ discomfort with that critique. In the
typology of illness narratives that Hawkins presents in Reconstructing Illness, for example, she categorizes Lorde’s Burst of Light with other works
in which patients seek alternatives to Western treatments. In The Wounded
Storyteller, which contains the longest discussion of Lorde’s work, Frank
describes Cancer Journals as a “manifesto,” and so of all these scholarly volumes Frank’s does the most justice to her works’ political valence; still,
he does not mention her urgent condemnation of the medical establishment as enabling environmental racism to go unchecked. Thus while he
does describe the work as political, the content of those politics does not
receive full airing. Charon’s influential Narrative Medicine (published about
a decade after Frank’s book) overlooks the manifesto aspect of Lorde’s
work. Charon writes,
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Who [Lorde] is and not what she has is what marks her illness. . . .
In her Cancer Journals, this feminist lesbian African American poet
writes, “Each woman responds to the crisis that breast cancer brings
to her life out of a whole pattern, which is the design of who she
is and how her life has been lived.” Although an illness might trigger dissociation from life, it can also distill the life, concentrate all
its deepest meanings, heighten its organizing principles, expose its
underlying unity.20



In framing Lorde’s work as important for offering an individual’s unique
perspective on the meaning of an illness, Narrative Medicine elides Lorde’s
political argument. In one of the latest scholarly works to bridge narrative
medicine scholarship with literary studies (Ann Jurecic’s Illness as Narrative),
Charon’s understanding of Lorde is repeated: “[P]oet Audre Lorde refuses
to accept breast cancer and mastectomy as a loss; instead, she writes about
her illness as an opportunity to redefine her body, her self, and her voice.”21
In moving toward this view that canonizes Lorde’s texts as concerning
the development of an individual’s voice, the fields have denuded the text of
its excoriation of Western medicine as an industry that colludes with structural racism and heteropatriarchy to affect the health of women of color.
So denuded, the text is easily slotted into typologies organized around the
illness narrative rather than the politics of illness. In light of the paucity of
attention the fields’ scholarship has paid to works by writers of color, this
is perhaps not surprising—one needs a quorum of works before one can
establish another “type.” On the other hand, one also needs some sense
of what qualities one is seeking out in order to add works to a possible
quorum, and, as my next section will suggest, that the field has additionally
missed the critique of structural racism present in another canonical text
implies a blind spot around race.

S

A

Reading natole Broyard for tructures
Having established that the fields’ foundational texts reflect an insufficient
engagement with literature by writers of color, I turn now to consider a
writer who is enormously popular with scholars in the fields but whose race
has never factored into their scholarship. In 1990, Anatole Broyard published an article in the New York Times Magazine, “Doctor Talk to Me” (subsequently republished as “The Patient Examines the Doctor” in his Intoxicated by My Illness) that has been cited frequently in the fields’ literature,
and for good reason.22 Sentences such as “I want [a doctor] who is a close
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reader of illness and a good critic of medicine”; “I want to be a good story
for [my doctor], to give him some of my art in exchange for his”; and “[t]he
technicians bring in the raw material. The doctor puts them into a poem
of diagnosis” pose the physician-patient relationship as one of reader-story,
and in describing the physician’s practice as an art, they call out to scholars
and physicians who see doctoring and literature as noble pursuits.23 Yet
none of these scholars has incorporated the knowledge, offered publicly
by Henry Louis Gates in a 1996 New Yorker article and repeated in Broyard’s daughter Bliss’s 2006 One Drop: My Father’s Hidden Life—A Story of
Race and Family Secrets, that Broyard, of Creole descent, passed as white
once he left his childhood home.24 In light of those revelations, it seems
important that we return to his writings not only, as scholars have done, to
understand their relationship to racial passing, but also to understand how
passing figures in his writings about medicine.25 This overlooked aspect of
Broyard’s popular texts can illuminate the value of literature to advancing
structural competency.
Broyard’s works most often discussed in medical humanities and narrative medicine literature are “The Patient Examines the Doctor” and
“Doctor Talk to Me,” the first delivered before an audience of medical
professionals at the University of Chicago Medical School in 1990, then
published in his posthumous collection Intoxicated by My Illness (1992), and
the second, a distillation of that talk, published in the New York Times in
1990. Both of these short pieces describe Broyard’s ideal doctor and his
vision of an ideal doctor-patient relationship, and they have proved invaluable for medical humanities scholars because they draw parallels between
that relationship and that of reader-interpreter and text. These writings,
for example, have borne ample fruit for Arthur Frank, who has tirelessly
returned to Broyard’s “Doctor Talk to Me” for evidence that patients want
physicians who can “read” well. In The Wounded Storyteller, Frank employs
“Doctor Talk to Me” to demonstrate that patients want their physicians to
enter into a relationship with them, one in which the physician becomes a
witness for the patient and therefore assumes an ethical stance of reciprocity, and Broyard has continued to occupy a central place in Frank’s personal
canon; Frank used Broyard to introduce an article about “Why Doctors’
Stories Matter” as recently as 2010.26
In none of his writings does Frank mention that Broyard passed as
white, and he is not alone in overlooking this fact. In articles addressed to
ethicists (in the Hastings Center Report) and those targeting literary critics (in the journal Narrative), writers have used “Doctor Talk to Me” to
illustrate that patients want their physicians to be skilled readers who can
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empathize and witness—without mentioning Broyard’s race.27 Sayantani
DasGupta refers to Broyard in a piece about physician humility for the
British medical journal The Lancet. She writes, “[B]y entering into a stance
of narrative humility, the physician is fostering a state in which, as Broyard
has observed, even as the physician examines the patient, the patient is able
to examine the physician. The witnessing function, so crucial to doctoring,
becomes a mutual one, supporting and nourishing both individuals, while
enabling a deeper, more fruitful clinical relationship.”28 Felice Aull employs
Broyard’s work for an article in the literary journal Narrative, writing that
Broyard thinks a “doctor should ‘enter’ his condition and ‘figure out what
it feels like to be me.’”29 For Aull, Broyard’s essay supports Rita Charon’s
project: “Her model is one of partnership, reflection, and affiliation; there
is greater likelihood that the physician will acknowledge the patient’s (and
the family’s) suffering, since the model allows the meaning of illness to be
articulated and provides space for the physician’s subjectivity by encouraging reflective practices. Broyard’s ideal doctor is ‘a storyteller who can turn
our lives into good or bad stories, regardless of the diagnosis.’”30 Here, as in
Frank’s work, Broyard is understood to extol storytelling’s virtue as a means
to deepen the patient-physician relationship. A central Internet resource
for medical humanities and narrative medicine, Literature, Arts, and Medicine Database, does not mention Broyard’s ethnic origin as it does for other
authors (such as Audre Lorde, whom the site labels as African American).31
There is nothing inaccurate in these readings of Broyard’s work. “The
Patient Examines the Doctor” explicitly exhorts doctors to “make contact”
with their patients, to engage in “empathetic witnessing,” and to “read” the
patient’s illness.32 Yet Broyard’s other works (his posthumously published
memoir, his book reviews, his essays) are characterized by recurring tropes
of misidentification and imposture—that is, moments when “reading” fails;
and so the emphasis his illness writings place on “reading” calls out for
contextualizing them within a larger corpus that consistently returned to
this theme. In his earliest writings, Broyard was foregrounding issues of
identification. “Portrait of the Inauthentic Negro” (published by the influential literary magazine Commentary in 1950) argued that African Americans were plagued by an inability to establish a true self and laid out five
types of inauthenticity Broyard said were characteristic of African Americans. Some of them include a performative aspect (“minstrelization” and
“the rejected attitude”); in all of them, a person’s style, attitude, and actions
are responses to racist assumptions about people of color rather than generated out of an authentic self. For Broyard, that authentic self would arise
once “Negroes . . . proved themselves fundamentally ‘different’ only in
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appearance.”33 As other commentators have noted, in this early piece Broyard seems to have been justifying his own passing, portraying his refusal
to identify as African American as a project of achieving authenticity.
An editor’s note introducing that essay called it an “analysis of the situation of the American Negro, which [the author] knows at first hand.”34 This
was the one instance in his career where Broyard’s African American heritage was indicated in print. By the time he was hired as a book critic by the
New York Times, which maintained a de facto whites-only policy, Broyard
was no longer identified, in his author’s descriptions or elsewhere, as black.
For literary audiences, then, Broyard was effectively rendered white, but, as
will become clear below, it is important to note that the African American
community knew Broyard was black, as did many of the New York intelligentsia (white and otherwise) with whom Broyard associated.35
Forty years after “Portrait,” Broyard delivered the talk that would enter
the medical humanities and narrative medicine canon without referring to
his own race, but his opening line strikingly echoes that 1950 piece. “I want
to begin by confessing I’m an imposter,” Broyard began, which tantalizes
with the possibility of a confession about race and imposture, authenticity
and inauthenticity.36 Instead, the paragraph goes on to explain this imposture as a matter of whether he can legitimately address an audience of physicians, since he has had little experience with doctors and thus is posing as
someone with in-depth knowledge of the doctor-patient relationship. And
so, as Alisha Gaines and Brett Kaplan have noted, the opening statement
must have seemed fairly mundane to his audience, its clarification slotting
Broyard into their expectations for what a speaker addressing a room full of
physicians would logically say. At the same time, whether knowingly or not,
Broyard was offering his audience—both those gathered in the University of Chicago auditorium as well as those reading the New York Times—a
chance to consider that other kinds of imposture might figure in his success
at attaining this forum.
This is not the sole mention of imposture in the speech. The trope
recurs when Broyard visits a urologist. Shown into an office to await the
physician’s arrival, Broyard





subjected the doctor to a preliminary semiotic scrutiny. Sitting in his
office, I read his signs. The diplomas I took for granted: what interested me was the fact that the room was furnished with taste. There
were well-made, well-filled bookcases, an antique desk and chairs, a
reasonable Oriental rug on the floor. . . . On the walls and desk were
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pictures of three healthy-looking, conspicuously happy children,
photographed in a prosperous outdoor setting of lawn, flowers, and
trees. . . . [O]ne of the photographs showed a sailboat. From the evidence, their father knew how to live—and, by extension, how to look
after the lives of others. His magic seemed good. Soon the doctor
came in and introduced himself. Let’s go into my office, he said, and
I realized that I had been waiting in the office of someone else. I felt
that I had been tricked. Having already warmed to the first doctor,
I was obliged to follow the second man, this imposter, into another
office, which turned out to be modern and anonymous.37









Broyard was obsessed with style; throughout his writings he returns to
style as the essential element of living, and so it is in keeping with that
general worldview that he would judge a man by his style. In this passage, though, style takes on an additional meaning, as the office’s style—its
furnishings and decorations—communicates something about the quality
of the professional, a quality that can be determined through the sort of
“semiotic scrutiny” that literary critics (of which Broyard was one) apply to
texts. The doctor fails to pass this initial scrutiny in two ways: first, by himself conducting an imposture on Broyard with the “lie” of the front office;
second, because his actual style (modern, anonymous) does not match Broyard’s expectations about the style a competent, if not “magical,” physician
should have. Those expectations are fulfilled by decorations notable for
their indications of class status—the sailboat, for example, and “well-made”
furnishings. In this light, what turns Broyard off about the actual office is
that its homogeneity, in not offering any personal information, does not
allow a precise identification of the doctor’s social status. Indeed, other
details Broyard notes suggest the truly troubling aspect of this urologist
is that he does not properly occupy the role of the esteemed and highly
compensated physician. For Broyard, the urologist
was such an innocuous looking man that he didn’t seem intense
enough or willful enough to prevail over something powerful and
demonic like illness. He was bland, hearty, and vague, polite where
politeness was irrelevant. I felt that he would be polite even to my
illness, whatever it might be. He reminded me of a salesman, with
nothing to sell but his inoffensiveness. I didn’t like the way he spoke:
it struck me as deliberately deliberate, the speech of a man fixed in a
pose, playing doctor.38
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The comparison to a salesman, a middlebrow profession, suggests that a
true doctor should occupy a social class of some prestige.
This emphasis on style recurs later in the piece, when the doctor performs a cystoscopy on Broyard while wearing two surgical caps on his
head. “[T]he moment I saw him in these two caps, I turned irrevocably
against him. He wore them absolutely without style, with none of the
jauntiness that usually comes with long practice. . . . He wore [them] like
an American in France who affects a beret without understanding how to
shape or cock it. To my eyes this doctor simply didn’t have the charisma to
overcome or assimilate those caps, and this completed my disaffection.”39
These passages seem, on first reading, to continue Broyard’s emphasis on
style: he wants a doctor who is forceful, assured, charismatic, with a personality strong enough to overwhelm his uniform’s awkwardness. Yet if we
read these passages in light of Broyard’s own successful passing, they take
on additional meaning. The terms “overcome” and “assimilate” in the final
sentence stand out for their race connotations (both figuring prominently
in civil rights discourse), and the wearing of “two caps” seems to echo, if
not signal, Broyard’s own “wearing” of “two hats,” spending much of his
professional and personal life as white, while also moving fluidly through
African American settings. In this reading, Broyard judges the doctor’s
attempt to wear two hats through the prism of his own successful navigation of two worlds.
If we follow the tacit parallel between the doctor failing to inhabit two
hats at once with Broyard succeeding to pass and consider this in light of
the fact that Broyard may have been toying with the idea of revealing his
passing to his children at about this time, we might take this passage to figure Broyard’s African American identity in relation to the image of a failed
physician he gives us.40 Just as his initial semiotic scrutiny of the physician
indicated a physician with good magic, to the world’s initial semiotic scrutiny, under which Broyard was assumed to be white, Broyard would appear
to be a writer of good magic—a writer whose whiteness imbued him with
the cultural legitimacy to assess and evaluate establishment culture. Passing as white, Broyard could live in the wealthiest county in Connecticut
and be a member of its country club; passing as white, he could publish his
assessment of culture in the most esteemed literary outlets in the nation.
From this perspective, what Broyard feared was that if his passing were
revealed, that magic would evaporate, leaving in its place only someone
“playing” at being a writer of value.41
Certainly the passage can be read as gesturing to Broyard’s success at
assimilating by fluently adopting the “styles” of different cultural and social
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worlds. But it also gestures to a previous scene of a urologist and a cystoscopy in Broyard’s own corpus, and this almost uncanny repetition deserves
attention. Such attention is especially important because the first iteration of such a scene appeared in a story Broyard published in 1954—just
four years after the Commentary piece that identified Broyard as African
American—and thus Broyard must have assumed while writing it that the
story’s audience might know that he was passing. First published in the
literary magazine discovery, the story, “What the Cystoscope Said,” seems to
present a fairly generic story of a father’s death through his son’s eyes, and,
with no mention of those characters’ race or that of the author, it can be
read as a tale of a white family. Nevertheless, it is entirely possible to make
out the contours of a passing narrative under its generic cloak.42 Once we
consider that passing narrative, we will be in a better position to consider
how passing functions in Broyard’s later illness narratives.
The manifest narrative of “What the Cystoscope Said” succeeds in
cloaking its passing narrative in part because its manifest content is so conventional to 1950s short fiction. The story can easily be read in relation to
Beat Generation literature depicting discontented youth alienated from
the values of their parents; it can be understood to represent its narrator’s
psychological state, as a grieving son confronts his father’s legacy; it can
also be read as a narrative critical of health care.43 In these understandings, which I will map out below, the story describes a father’s sickness and
eventual death through his son’s eyes, employing images and tropes that
indicate fears and fantasies about masculinity, emasculation, impotency,
and death; the son copes with contradictory feelings of admiration and
distaste for his parents; and the son attempts to compensate for the poor
treatment his father receives during his painful illness by authoring a story
as a tribute to his memory.
The story begins by detailing the father’s physical degradation,
when physicians prescribe an awkward-looking collar to treat a stiff
neck. When it fails to work, the son, father, and mother return to the
hospital, where the father is further degraded by an unpleasant cystoscopy. The attending physician introduces the procedure: “We want
to get the inside story on you, so we’re going to give you a cystoscopy.
They can sometimes be unpleasant, but I don’t think that will bother
an old soldier like you.”44 The son goes to retrieve his father after the
procedure and observes: “[M]y father wasn’t in there. Sprawled on the
table, incredibly out of place, lay a plaster Prometheus, middle-aged
and decrepit, recently emptied by an eagle. . . . Or perhaps . . . what
actually lay there was only an eviscerated old rooster, plucked white, his
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skin shiny with a sweat more painful than blood. . . . Whatever it was,
it wasn’t my father.”45 The urologist gives him six months to live, and,
explaining that the hospital does not take incurable cases, advises the
son, “‘There are nursing homes. . . . Your father’s a nice man,’ he said,
and he walked off down the corridor.” Outraged by these words, the son
thinks, “Damnation is faint praise. . . . ‘A nice man!’ Can that phrase, or
praise, penetrate an inch of eternity? Is that all sixty-two years achieve?
Is that what the cystoscope said? A nice man be damned! He’s a prick! He’s
a saint! He’s a hero, a clown, a Quixote.”46 The passage emphasizes how
much modern health care dehumanizes its patients, with its procedures
that strip away a person’s dignity and then fail to recognize the complexity of a person’s being. What the cystoscope “says,” in other words,
is inaccurate, because modern medicine’s instruments do not exercise
the powerful “semiotic scrutiny” of the storyteller or the true critic.
The story continues to depict the medical establishment in a harsh
light. Turned away from this first hospital, the father is eventually placed
in Kings County, which the son describes as “a hospital with too many
sick people and too few well ones to take care of them”; his father’s room,
for example, contains seven beds, and he often goes unattended by staff.47
When the son arrives one day to find his father rigid with intolerable pain,
he hurries to fetch the nurse and demands she medicate his father. Her
unempathetic manner is rendered in vivid terms: “Unceremoniously pulling down his left arm like a vandal destroying a statue with a club, leaving
the other grotesquely widowed in the air, she jabbed the needle unerringly
into his vein, as you would flip a switch to turn off a motor, and put him to
sleep.”48 On top of her cruel treatment of his father, the nurse laughs at the
son, who rarely leaves the ward, for his devotion. Repulsed by her coldness,
the narrator determines to enact his own form of revenge through a campaign to charm, then seduce her. He plies her with sweet talk:
“You know, Miss Shannon . . . I think that your presence and your
spirit does more for these men than the doctors’ medicines. . . . Even
the doctors admit . . . that the will to live often means the difference between life and death. To these old men in this gray ward you
are an advertisement for life. Your warm smile and your yellow hair
remind them of the sun that once seemed to shine especially for
them, your blue eyes just naturally suggest the sky on a perfect day,
your youth calls up a picture of the girl they knew, or married, forty
years ago.”49
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He convinces her to come to his apartment, using the somewhat odd seduction tactic of promising to loan her French author Céline’s Journey to the
End of the Night. The description of their sex act employs metaphors that
connect sex to death, and they imply that for the narrator, the sex act, with
its relation to vital forces, is tangled up with both his own fears of death and
an identification with his father’s dying.50 “I let the book fall and seized her
in a death grip and bore her backward to the bed. . . . Working with feverish
haste, I nailed the coffin, dug the grave, and dropped my previous load.”51
Later in the night the sex act is repeated, although this time without its
intended conclusion.
I woke and impatiently pulled her clothes off under the bright
light, exposing her pastel body like a calendar painting in its inhuman healthiness. Taking up my task again, I bore the pall, trod the
tread of the dead, bowed my head, and tamped down the ruffled
earth. I put all my strength into pounding it, pounding it flat, but it
remained stubbornly round, heaving against me. I tried, I tried, but
flowers sprang up under the blade of my shovel, and I dropped it.52













Falling into a dream state, he sees himself “in a hospital, in bed, and a nurse
was standing over me, smiling. Where was the needle in her hand? I wondered, and then, as my head began to clear, she spoke. But I couldn’t make
out what she said, and before I could answer she was gone.”53
The story’s familial and Oedipal themes are woven together in this
metaphor-dense scene. The father, a carpenter by trade, was an expert user
of tools, so the appearance of nails and a shovel in this scene associates
the son’s actions with his father’s work to suggest that the son is enacting
a skill inherited from the father. In fact, at an earlier point in the story,
the son leans over his delirious father to hear what the son expects will be
significant last words, but all his father tells him is the now-distant date
when he last had an erection. Thus the son’s obsession with having sex with
Nurse Shannon stems from the desire, however unconscious, to revive the
father’s impotent masculinity and to remedy his illness, of which the nurse’s
vibrant radiance seems a rebuke. With the first sex act, the son manages to
partly achieve this goal—by “nailing a coffin” and “digging a grave” he has
momentarily contained that energy—yet with the second one the son fails
to arrest her fecundity, suggested in the “stubborn roundness” of the earth.
When “flowers” spring up, it is clear that her vibrancy—and, possibly, her
own pleasure—cannot be extinguished at all. And so, although the son can-
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not restore the masculinity and potency that his father lost to a cystoscopy
that rendered him a plucked rooster (i.e., an impotent cock) and to the
nurse’s phallic needle jabs, the son does feel himself less threatened by the
nurse’s power, for in his oneiric vision she no longer holds the castrating
instrument, her threat dissolved.
In addition to the clear Freudian undercurrents of that dream, the oneiric vision is also suggestive about power and communication in the medical
context. Just at the moment when it seems real communication between
the nurse and the son is on the horizon, it disappears; meaning is deferred.
This figuring of failed communication could be read as a commentary on
the elusiveness of understanding between medical professionals and those
they treat. In his dream vision, just when he is rendered visible to her his
ability to understand her vanishes. In this reading—one that reiterates the
core principles of medical humanities and narrative medicine, that patients
want to be witnessed—the author intends to show us just how harmful
negative interactions with patients are, for they prohibit the real exchange
of understanding toward which the dream vision reaches.
That is one possible reading of this scene. But a radically different reading of this scene, and of the entire story, becomes available if we consider
how race—and its absence—figures in them. In the story’s first pages, the
son explains that, on his initial visit to a hospital, none of the attending
physicians said that his father had cancer; instead, the father was told he
needed heat treatments and the collar for his sore neck. Perhaps, the son
realizes in retrospect, the family should have figured out the real diagnosis,
for “[e]veryone knew Memorial Hospital was for cancer cases. Everyone
but Peter Romain, his wife, Ethel, and his son, Paul.”54 That second sentence is the only instance in the story where the narrator refers to himself
in the third person. Its singularity draws attention to the proper names
and their function as signifiers, reminding us that proper names typically
convey some quality of the person named—often, an ethnic or racial identity. Yet the generic quality of these names frustrates an attempt to identify
their race or ethnicity (at the most, the names may indicate a Catholic
family with a French background; they also seem white). Something about
this particular family’s culture has kept them from knowing what another
culture takes as commonsense knowledge. By presenting this through a
grammatical choice that draws our attention to language as a signifying
system, the story alerts us to the possibility of multiple meanings, and with
that grammatical shift pivoting on the names of people, it alerts us to the
possibility that their identities may not be clear cut.
This is the only time the story even tentatively invokes the family’s race.
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It is more specific about other characters. The nurse’s skin color is identified multiple times: “Her complexion was so fair, . . . her eyes so blue, that
she reminded me of a patriotic image in pastels, the winner of some title
such as Miss American Flag.”55 Another passage emphasizes her whiteness
to the extent of doubling up on its layers: “Going up the four flights, my
eyes were so intent on the pink beneath her white stockings . . . that I
stumbled and had to steady myself.”56 While the nurse is marked for her
skin color, the skin color of the son’s own family members is never mentioned; instead, their racial identity remains vague, marked only by what
it isn’t. For example, while one of his father’s doctors is ethnically typed,
and his father is contrasted to that ethnicity, his father is still not identified
by any kind of ethnic or racial marker. “The doctor in charge of his case
was Jewish. Although [my father] was a halfhearted anti-Semite, he much
preferred a Jewish doctor because he believed the Jews had a better grip on
life.”57 While we know the father is an anti-Semite, the only information
we can glean from this is that he is not Jewish.
At what will be his final destination, Kings County, race is explicitly
named. “[T]hey wheeled another bed into the room. The room was long
and narrow, so they situated it below the foot of my father’s bed. Lost in
the sheets and the pillow, I saw a dark spot, apparently a Negro patient to
keep my father company in death’s antechamber here outside the ward.”58
This specificity about his new companion’s race has two effects: first, it
marks out the family as not-Negro; second, it signals to readers operating
on the assumption that the family is white the extent of the father’s degradation, that he would have to share space with a black man. Other readers,
however, may understand this scene differently. Published in 1954, “What
the Cystoscope Said” appeared at a time when hospitals were segregated. It
was not until 1964, with the passage of the Civil Rights Act, that its Title VI
extended equality to all federal programs, among them Medicare, and thus
forced integration of all hospitals. If the men are consigned to the same
space on the ward at Kings County, a public institution, the father could
therefore be in a section designated specifically for African Americans; if
the hospital did not maintain segregated wards, then this passage works to
indicate that the hospital itself caters to a local African American population. A reader attuned to the story’s doubled modes of signification will
therefore understand that the father and son have been categorized by the
medical profession as black.59
In that light, the story generates entirely new meanings. It is no longer simply a story about one man’s degradation by the brutal process of
dying or through the dehumanizing treatments of modern medicine: it is
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a story about how racism affects medical care. When the first doctor they
see tells the son the hospital cannot treat his father due to the late stage
of his disease, a knowing reader will recognize the good chance this is a
lie told to hide the real reason: the hospital’s legally sanctioned refusal to
treat African American patients. Nurse Shannon may neglect to humanely
treat his father and other men on the ward because she is a mean person
or because modern medicine is inhumane, but it is just as likely that she
is a racist who saves her acts of compassion for those with skin as fair as
hers. The story’s opening passage also holds radically different meanings
once we understand the father as black. “When I saw my father with the
horse collar around his neck,” it begins, “I knew immediately. . . . Some
people are just stopped dead in their tracks . . . but my father was demoted
down the evolutionary scale into nothingness. He lost position after position in interminable retreat.”60 Certainly, this could be read as describing how illness and its treatment diminish his father, but the passage also
uses images and discourse associated with slavery: a horse collar that yokes;
people constrained from moving; a eugenics-based discourse of degeneration. The phrase “he lost position after position” draws not only on eugenics discourse but also on the ladder of social mobility, which his father—a
successful carpenter—had been able to climb during his professional life.
Here, the medical establishment, having identified him as black, erases that
success—or rather, once categorized as black, his father undergoes medically racist treatment, his social class providing no protection.61
The climactic sex scene also transforms once we consider how race figures in it. When the son attempts to subdue the “inhuman healthiness”
of the nurse’s “pastel body,” the revenge he seeks is not just for her cruel
treatment of his father but also for the racism that fuels her manner of care.
Thus the tropes of stamping out the healthiness contained in her body
stage a contest among disability (here figured as the threat of debility), gender, and race. In its initial scene aligning the father’s treatment of being collared to the yoke of slavery, the story constructs a relation between blackness and debility. This pivotal sex scene can be seen as a struggle between
the son’s black masculinity, which is always threatened under racism, and
white femininity, which is here figured as endlessly renewing, like a calendar. The dream vision is a conclusion to this struggle where neither party is
tamed or conquered but instead both vanish in a draw (“as my head began
to clear, she spoke. But I couldn’t make out what she said, and before I
could answer she was gone”). In this reading, the sex act is an attempt to
reduce the threat of the power her whiteness gives her by diminishing her
bounteousness. And there is another reading of the intersections among
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gender, race, and disability available to us: since the story neither mentions the son’s race nor indicates how Nurse Shannon perceives him, the
sex act, in which an African American man copulates with a white woman,
establishes the son’s true “assimilation,” one predicated on his successful
disavowal of the debilitating position of black masculinity.62
I admit that this is not a very generous kind of semiotic scrutiny; it
seems to support Henry Louis Gates’s view that for Broyard the pinnacle
of assimilational success was seducing a blonde.63 Nevertheless, this reading
illustrates how the multiple meanings lurking in the story can prompt and
sustain a humanities interpretive practice in line with Metzl and Hansen’s
structural competency. Metzl and Hansen propose, for example, assigning medical students to observe medical institutions as structures and to
imagine structural interventions. Students could begin by thinking about
the cultural and professional institutions of Broyard’s career—literary publishing and established newspapers—and their interactions with structural
racism. What was it about these institutions that spurred Broyard to pass?
In 1954, the New York Times, where Broyard would eventually work as a
book reviewer, effectively maintained a whites-only hiring policy, and so
a young man considering a future as a professional writer might take seriously the limitations to his professional prospects that being identified as
black would create. To be identified as an African American writer would
have, as Gates and Brent Staples have pointed out, consigned Broyard to
the ghettoized category of the “Negro writer” and thereby affected how
the literary establishment would receive his writings. In recognizing that
only through concealing his African American heritage—that is, by evading the effects of structural racism—could Broyard shape a career where
he would receive the professional stature granted to white writers, students could be encouraged to reflect on whether passing as white conveys similar privileges today. By considering a historical moment in which
structural racism made passing a reasonable way to ensure the same privileges accorded white people, students might then consider whether our
moment, when white patients receive higher quality care, still makes passing a viable strategy, and acknowledge that perhaps light-skinned people of
color might choose to bury their own African American background within
clinical settings. This could lead to discussions about the impossibility of
identifying race visually, which could launch discussion about its illegitimacy in scientific and medical institutions.
The story could also be pressed into service to interrogate whether
historical changes have been substantial enough to weaken structural racism and the bias it engenders. Considering whether such racial dynamics
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still prevail in hospital settings could be an important exercise for medical
students, especially because many of them do not recognize that the structural racism explicit in segregated institutions in the United States prior to
1956 is still in play in today’s integrated institutions. For example, if students trace the nurse’s neglect to adequately address the father’s pain to the
color of his skin, they could be directed to the many studies documenting
that today, people of color, long after desegregation and even in antiracist
contexts, are still given much lower doses of painkillers than are whites.64
Students could also consider the locations and the private and public status
of the hospitals mentioned in the story, in order to think about how socioeconomic status affects what sort of health care is available.
A reading of this story oriented toward structural competency would
also emphasize how structural racism interacts with structural sexism. The
son’s pseudo-revenge on the nurse through sex is troubling, to say the least,
but it can be understood as partly produced out of the differing positions
the two occupy in relation to hierarchical systems of privilege. The complex realities that feed into the white woman being used as object of desire,
sign of success, and target for the son’s anger would be understood as his
misrecognition of where power lies, a misrecognition that the structure
of patriarchy itself creates. It would allow students to consider that the
story places a large burden of symbolic responsibility on the actions of one
individual, the nurse, when in fact she may simply be fulfilling institutional
protocols. One of the goals of structural competency is to move away from
the current emphasis on individuals learning to behave better and instead
toward individuals understanding how institutions and structures condition that behavior. Such a reading attenuates the ungenerous nature of the
reading I offered above by identifying how the nurse is also denied agency
in this story, that denial produced out of complex interactions between racism and patriarchy. Reading this story to foreground how race and gender
structure its characters’ interactions moves the onus of responsibility from
individuals onto institutions.

S

Conclusion: Reading for tructures



How does this reading reflect back on Broyard’s “The Patient Examines
the Doctor” and “Doctor Talk to Me,” published in the early 1990s, which
have proven so useful to the fields of medical humanities and narrative
medicine? In those two pieces, Broyard imagines the very model of an
empathetic and witness-ready physician that has become the academic
ideal, and he foregrounds the dyad of the patient and physician as the
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primary point of contact between individual and medicine. In this model,
medicine consists of two individuals communicating with each other, and
it also elevates the doctor-patient relationship to one of collaborative artists engaged in creating meaning out of illness. It is that elevation itself
that, in my opinion, has made these pieces so attractive to the fields. They
are not about structures; instead, they are about the meeting of two individuals, both of them endowed with the magic that comes from style and
powerful charisma, both “geniuses,” who operate beyond the anonymizing
and generic forces of institutions and structures, who overcome the stifling
weight of those forces and proclaim their unique selves.65
This model of privileging the atomistic and self-determining individual is not uncharacteristic of the literature of passing. There have traditionally been two dominant understandings of passing: poststructuralists
applaud that it shows race to be an empty category constituted only by
the meanings attached to it; those interested in racial solidarity criticize
passing as a disavowal of the African American community through the use
of a personal attribute for individual gain. In work that aims to go beyond
these views, Kathleen Pfeiffer has argued that passing is an example of that
most valued of American traits, individualism. In her analysis of passing in
American literature, individuals who pass refuse their background, social
context, even family in order to successfully navigate through American
society and refashion the self to achieve social mobility. From this perspective, the persona Broyard announces for himself—and the one he values
in his ideal physician—is simply the American success story: a person of
taste and means who has gained those qualities by the forceful application of his self-determination. It is therefore not at all surprising that this
essay has proved so popular among physicians, who themselves hew to this
most valued of American types. Just as Wear and Aultman discovered that
their students could empathize only with those characters whose values
and belief systems mirrored their own, so too physicians and medical students encountering Broyard’s ideas may see their own ideal selves and ideal
profession reflected in his descriptions of the best physicians as magical
and their work as a kind of art.
The 1990 essay, I have argued, serves as cover for (and projection of)
Broyard’s own successful passing, which he had, early in his career, described
as an instance of an individual proving himself to be self-determining and
“authentic.” His passing, too, enabled him to live beyond the confines of
structural and institutional racism, a mark of his individual strength. He
then exports this individualism to the physician’s realm, suggesting that a
good physician is one who elevates himself above the dehumanizing con-

48

•

communicative biocapitalism

















fines and constraints of the institutions in which he is trained and practices.
And it is precisely because he worked so hard to shed his African American
identity that the adequacy of Broyard’s model for people of color should be
questioned. The model that Broyard’s essay lays out was developed from
the social location of someone who chose to live his life accessing the privileges accorded people with white skin, in other words, someone who was
able to evade structural racism; but that choice simultaneously identifies
just how constraining structural racism is. Indeed, as Gayle Wald points
out, all passing narratives “remind us through their very contradictions,
that it is the nature of any ‘strategy’ that we do not get to choose either
it or the circumstances in which its desirability is manifested. . . . [E]ven
when racial passing is predicated on conscious choice, such choice occurs
within the context of a negotiation of categories that are authorized by
racial ideology and quite literally mandated by the state.”66 Once we consider the fact of Broyard’s passing—why it happened; how it appears, however masked, in his writing—we come to a clearer understanding that the
particular argument he made, and that has been repeatedly endorsed in the
medical humanities, was enabled by the social location of white privilege,
which allowed Broyard to ignore whether “empathy,” “listening,” and “witnessing” have any bearing on those who must exist within the confines of
structural racism.
The case can be made, as some scholars have, that passing narratives
provide examples of what it would mean to exist “post-race”––in Broyard’s
case, that his writings and his career inscribe a manner of self-fashioning
that resists affixing markers of race, where ambiguity about race delegitimizes it by undermining the sign systems on which it depends.67 And perhaps such ambiguity or refusal of race markers may at some point in the
future be how we can usher into being a world beyond race. But before
we can get there, we must first attend to how our structures—economic,
social, institutional, educational—make race very much still matter. The
following chapters will attend to how these same forces affect the design of
communicative media and its biocapital formations, and in so doing elaborate how media technologies are similarly shaped by structural racism.
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As the patient narrative has migrated from print media into digital networks, it has entered a framework that newly configures both its expression
and its reception. This chapter elaborates the concept of communicative
biocapitalism, first discussed in the introduction, to explain that framework. Communicative biocapitalism is an economic logic powered by the
integration of people’s articulations of their somatic experiences into biomedical research and modern health care, and a key platform for this integration is patient-networking websites. This chapter scrutinizes the design
of these networking sites, focusing on the relationship between the profit
motive underlying their design, the models of illness they reify, and the
structures of social inequality in which they are embedded. This relationship determines whose patient voices the sites record and the colonizing
mechanisms of profit extraction through which they operate. At the chapter’s end, I analyze literary works by women writers of color that illuminate intersections among colonialist dynamics of profit extraction, digital
health, and the humanities and medicine fields, and that shed light on how
we might decolonize some of our own practices.
Before Health 2.0 emerged, mailing lists and Usenet forums provided
Internet users with health information and online support groups.1 During that earlier iteration of the Internet, researchers approached such
forums expecting them to yield up significant scientific insights, yet mailing lists and Usenet groups frustrated scientific research methods, since it
was impossible to achieve the mass scale that quantitative-method knowledge production practices require.2 When researchers tried using qualitative methods, “the unique nature of online interactions with its slang,
49
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emoticons, and hyperlinks didn’t lend itself to existing forms of discourse
analysis, never mind the ethical issues of conducting research as a ‘lurker.’”3
Web 2.0 solved both of these problems: sites could preconstitute forms
with taxonomies to record users’ interactions and biodata, thus avoiding
folksonomies and slang, and terms of service that users assented to would
serve as informed consent, thus avoiding the ethical problems of lurking.
Health 2.0, then, offered researchers new methods for advancing medical knowledge, but it also offered technocapitalists new methods for capturing value that could be resold within biocapitalist markets. Whatever
researchers’ benevolent motives may be, Health 2.0 exists because of the
massive potential for profit its developers see in it. In his oft-cited explanation of how Web 2.0 could generate new value out of a flagging Internet
economy, Tim O’Reilly wrote: “One of the key lessons of the Web 2.0 era
is this: Users add value. But only a small percentage of users will go to the
trouble of adding value to your application via explicit means. Therefore,
Web 2.0 companies set inclusive defaults for aggregating user data and building
value as a side-effect of ordinary use of the application” (emphasis in original).4
In other words, a successful Web 2.0 company would create an application with an interface that provided its users some feature useful to their
everyday lives, while its back end would aggregate data about users’ activity
that could be resold. For the medical-industrial complex, in particular its
informatics-heavy research areas, Health 2.0 promised a vast ocean of value.
From its very beginnings, Health 2.0 was mutually twinned with existing processes for research and development, processes that Adele Clarke
and other sociologists have called biomedicalization. In their elaboration
of this process, Clarke and her coauthors identify a shift from previous decades’ medicalization processes (when normal human states were
brought into medicine’s jurisdiction through diagnostic category innovation), a shift that was occurring out of increasing technoscientific innovations “and associated new social forms.” In their words, “Biomedicalization is characterized by its greater organizational and institutional reach
through the meso-level innovations made possible by computer and information science in clinical and scientific settings, including computer based
research and record-keeping. The scope of biomedicalization processes . . .
includes conceptual and clinical expansions through the commodification
of health, the elaboration of risk and surveillance, and innovative clinical
applications of drugs, diagnostic tests, and treatment procedures.”5 Clarke
and her coauthors identify five key processes underpinning the shift from
medicalization to biomedicalization: the economics of the Biomedical
TechnoService Complex, which depends on corporatization and com-
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modification, the centralization, rationalization, and devolution of services,
and stratified biomedicalization; the focus on health, risk, and surveillance
that has become paramount to state biopolitics; the technoscientization
of biomedicine, in which technoscientific advancements are intrinsically
linked to how medicine is both practiced and developed; transformations
in information and the production and distribution of knowledge; and the
transformation of bodies and identities, in which groups form under the
sway of medicalizing models, fulfilling the destinies that diagnoses spell
out for them. Computerization, informatics, and digitalization are key to
each of these five processes, and Health 2.0, which renders the human consumers of the Biomedical TechnoService Complex into data, constitutes
one of its latest evolutions.
Patient-networking sites place patients’ groups into immediate contact
with technoscientific and biomedical innovation processes, in particular
drug development. The Internet’s major patient-networking website, with
more than 310,000 members at the time of writing, is PatientsLikeMe
(hereafter PLM), which has partnered with Cancer Treatment Centers of
America, a company that specializes in electronic billing, Walgreen’s, and
Novartis, Merck, Bristol-Myers Squibb, and thirteen other pharmaceutical
corporations.6 These companies buy PLM’s data, which they use to finetune pharmaceutical development, to engage in postmarket surveillance
(discussed more below), and to study the use of the site itself, all with an
eye toward future technological and biomedical innovation. The company
has also been awarded a $1.9 million grant from the Robert Wood Johnson Foundation to prototype its research platform. Called “Open Research
Platform,” it currently hosts six studies (none of which, for those interested, implement a critical disability or environmental justice framework
for health), and the Foundation views PLM’s architecture as supplying the
model for future medical research.
PLM’s business model serves its pharmaceutical and biomedical partners both through its marketing of the datasets it gathers and the immediate access to free research labor it supplies, allowing them to bypass the
heavy costs associated with double-blind controlled trials. For example,
after one small, nonrigorous study in Italy suggested an inexpensive drug,
lithium, could help slow the progression of Amyotrophic Lateral Sclerosis
(ALS), members of the ALS community pursued their own “trial” of the
drug: they found physicians willing to prescribe them lithium; they then
tracked their dosage and symptoms on PLM, which was able to quickly
produce results showing the drug did not, in fact, work. While this is different from directly testing a new medication on a willing population, never-
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theless a study like this saved corporations large sums of money they might
otherwise have spent testing this compound.
In addition to reaping huge savings by avoid the expense of clinical
trials, companies can use the patient forums on PLM for postmarketing
surveillance of medications and their side effects, a potentially hugely
profitable area.7 For example, the key side effect that transformed the
hypertension drug sildenafil into the blockbuster erectile dysfunction drug
Viagra was discovered due to postmarketing surveillance, when patients
who took it to lower their blood pressure began reporting a notably different effect.8 (Viagra is today Pfizer’s top-selling drug, bringing in close
to $2 billion annually worldwide.) We do not yet know whether PLM and
its pharmaceutical partners are searching for these sorts of postmarket surveillance insights for drug market targeting. But the FDA has partnered
with PLM to mine its forums for what is called “post-market surveillance
adverse event reporting,” that is, deleterious side effects discovered once
the drug is prescribed to the general population, such as the reports that
surfaced a few years after the sleep drug Ambien went on the market that
the medication caused hallucinatory-like states in which people would eat
and drive with no memory of the event. The FDA, a government agency,
must publicize its partnerships and their intended aims. A private entity,
PLM is under no such obligation.
As a corporation engaged in mining profit from data about people’s
bodies, PLM forms another node of the biocapital market economy. Biocapital, according to one of its theorists, forms where capitalism meets new
trends in the life sciences, which are increasingly information sciences, or,
that “biotechnology is a form of enterprise inextricable from contemporary
capitalism.”9 Under biocapitalism, value is extracted from living material,
and the technology that extracts such value itself is controlled by capital:
existing markets locate value in certain processes or capacities, and technologies are developed in order to facilitate them. The term biocapital has
been applied to the trade in organs, tissues, genomics, the surrogacy market, the stem cell market, and pharmaceutical testing, among others. By
naming the capitalist logic undergirding these markets, the term helps to
focus attention on the alienated labor involved in these processes, labor
that goes hidden as the commodity or the material itself is fetishized. In
their recent work, Catherine Waldby and Melinda Cooper include PLM
as a player in emerging forms of unpaid clinical labor, since the data and
data management that patients provide is used for clinical insights.10 Media
studies scholars are used to calling the unpaid labor performed by users
of networking sites free labor. These terms, and the labor they designate,
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become interchangeable under communicative biocapitalism. For Waldby
and Cooper, PLM demonstrates the artful manner in which digital platforms allow biocapitalist corporations to sidestep the fact that those participating in this surveillance program will not see any profit from their
labor—most probably, they will not even be freely given the very products
they help to develop.11 In these digital publics, as they put it, “The ‘public’
is . . . interpellated as a potential consumer market,” rather than as the labor
pool that could receive compensation for its work.12









Both the scholarship on biocapitalism in general and Waldby and Cooper’s
helpful analysis of PLM in relation to clinical labor could be expanded by
focusing on the key rhetorical figure of patient-networking websites, “the
patient voice.” The rhetoric about digital health as the “disruption of medicine” centers on this figure. For example, E-Patients, a group dedicated
to creating what its website calls “participatory medicine,” often refers to
“the voice of the patient” as the ingredient missing from modern medicine,
and its many posts value, as one of them puts it, “consumer engagement
and empowerment in the health care sphere.”13 The language of empowering a person who is both a patient and a consumer has a complicated and
surprising history. Nancy Tomes documents that it is not, as one might
suspect, due to a neoliberal conflation of the “patient” with “consumer” but
rather grew out of the radical health activism of the 1970s, when settling
on the term “consumer” was a strategic move that joined Black and women’s health activism to the burgeoning successful consumer rights activism
led by Ralph Nader.14 Nevertheless (as Tomes also documents), today the
patient has come to be more a “consumer” than an activist, a fact reflected
in industry rhetoric.15 The consumer, in this domain, is framed under the
neoliberal rhetoric of the “stakeholder” who has a “voice” to “share” with
the health care industry.16 For example, in its research publications, PLM
staff repeatedly refer to patients as “stakeholders,” repeating a trope common in the health sciences industries.17
The rhetoric PLM employs relies heavily on “the patient voice”: “Your
voice will accelerate real-time research that can help everyone live better lives”; “[W]e use [your health history] to add your voice to real-time
research”; “There’s a survey waiting for you. You have a voice in research
and it’s time to use it.”18 That voice is also configured as a “story,” again
repeating a trope common to digital health sites (e.g., InvisibleDisabilities.
com and CarePages.com ask users to “Share Your Story” on their home

54

•

communicative biocapitalism



pages). The site includes multiple points of contact that frame user participation through the framework of telling one’s story. On its home page, a
video features a “member story”: this rhetorical figure presents “story” as
the model frame for how to think about the user’s own experience. Navigating through the site, one repeatedly encounters the rhetorical tropes
of “patient story” and “patient voice.” For example, when I logged into
the site on May 28, 2015, a highlighted box told me to “[a]dd your voice
and make clinical trials more about you.” The site also regularly emails its
members to remind them to participate; these emails often feature one
member under the caption “X’s story.”
While “your voice” interpellates the user as singular, it also beckons
to the user as a member of a group of biocitizens responsible to the collective and to the production of collective intelligence. The discourse of
responsible biocitizenship is exemplified in statements on the site’s “Openness” page: “You see, we believe sharing your healthcare experiences and
outcomes is good. Why? Because when patients share real-world data, collaboration on a global scale becomes possible. New treatments become
possible. Most importantly, change becomes possible.” This responsible
biocitizenship discourse is articulated elsewhere on the site as “collective
intelligence”: “PatientsLikeMe . . . is a sharing web site. Our goal is to provide a platform for patients who want to share their health information to
create collective knowledge about disease, health, and treatments” (emphasis
added).19 First articulated by Pierre Levy in the 1990s as new technologies’
potential to reconfigure private ownership models of knowledge production, “collective intelligence” has lost much of its original political valence
and now supports Web 2.0’s private ownership platforms.20 Here, it clearly
cloaks the free labor that users perform.
Interpellating one’s illness into data and enrolling oneself in this diagnostic terminology are associated with responsible biocitizenship. For
example, after creating a new profile, if one clicks on the tab marked
“symptoms” in order to add data to one’s profile, the page that appears is
titled “Community Goals” and reads: “We’re all in this for good. By sharing your stories and data, you will: help each other live better and uncover
the best ways to manage your health today; help researchers shorten the
path to new treatments tomorrow.” This is the language of anticipatory
biocapitalism, where by exercising a clinical anatomopolitical gaze, the user
is doing something for the promissory trajectory of the collective. Vincanne
Adams, Michelle Murphy, and Adele Clarke have described the “anticipatory” register of the bioeconomy that is apparent in biomedical endeavors
ranging from the Precision Medicine Initiative to stem cell research: “Tied
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to optimization, anticipatory regimes create spaces for ‘ratcheting up’ our
technologies, economies and politics in response to our urgent need to be
prepared, such as injunctions to ‘grow’ economies by expanding anticipation into new domains and registers. These leverage new spaces of opportunity and also reconfigure our sense of ‘the possible.’”21 This ubiquitous
anticipatory register functions not only in broad technoscientific discovery but also at the level of affective states Health 2.0 seeks to engender,
where a user’s activities are framed as taking part in the new opportunities
that digital media afford. Adams, Murphy, and Clarke write, “[P]redictable
uncertainty leads to anticipation as an affective state, an excited forward
looking subjective condition characterized as much by nervous anxiety as
a continual refreshing of yearning, of ‘needing to know’”;22 and indeed,
as many other scholars have argued, this “excited forward looking condition” invites a kind of anxiety that spurs continued return—what Kathleen
Woodward calls a “statistical panic,” the sense that the numbers are always
revealing that we are at risk.23 This low-level anxiety (or strongly felt panic)
underwrites the cultural imperative of self-transformation, moving us to
engage in techniques of self-improvement and self-management.24
This anticipatory orientation toward an unknown, anxious future is
how other scholars describe the drive to communicate that subtends our
use of the social Web. Jodi Dean designates this “communicative capitalism”: an economic logic that both develops out of and institutes the drive
to communicate our frustrations, our fury, our alarm, our despair over
the state of things, including the fact that these expressions are never met
with any commensurate response.25 In digital health generally and patientnetworking websites especially, Dean’s communicative capitalism intertwines with the biocapitalist economy, a conjunction I call communicative
biocapitalism. Spurred to communicate out of their frustrations with their
medical treatment, searching for ways to better manage during precarious
times, patients willingly sign on to patient-networking websites and their
promises of a better future. The sites are then handed a constant stream
of chatter, otherwise known as big data, from which new markets and biotechnologies can be developed.26
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To investigate communicative biocapitalism, I examine two PLM communities for contested diagnoses. Contested diagnoses bring the politics of
medicine into resolution, as patients, physicians, medical organizations, and
government agencies engage in struggles over defining them—struggles
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that ultimately affect how much research funding they receive. Health 2.0’s
promise of knowledge production bears a particular allure for those with
contested diagnoses, since it imagines a future in which objective, scientifically produced knowledge will prove theirs to be legitimate illnesses.
The illnesses I consider here are feminized and racialized and thus help
to sharpen issues about gender, race, and the politics of the diagnosis, its
relationship to existing social inequalities, and how such inequalities are
embedded into the design of the site itself.
The two illnesses, fibromyalgia (hereafter FMS) and chronic fatigue
immune dysfunction syndrome (CFIDS),27 are clinically hard to distinguish
from each other. The symptom criteria for FMS have varied widely since
its first appearance as “fibrositis” in the late 1960s, thus named by an article
on it in a widely used textbook, Arthritis and Allied Conditions,28 but today,
the defining symptom of FMS is chronic widespread pain of unknown origin, often accompanied by unrefreshing/disturbed sleep, fatigue, cognitive
dysfunction, and mood disorders.29 This history of fluctuating symptom
criteria has abetted persistent concerns among medical experts over the
diagnosis’ validity, concerns which have mostly arisen due to the criteria’s
subjective nature. For example, to diagnose FMS a physician touches a
patient and subjectively evaluates the patient’s response to that touch, and
this process fails to meet Western medicine’s standard of objective testing
and measurements to confirm a diagnosis. The criteria were loosened up
even more in 2010, moving away from depending on tender point evaluation and more toward evaluating diffuse pain, fatigue, and sleep disturbances.30 Under such broad guidelines, skeptics argued, many adults might
qualify for the diagnosis.
Yet men qualify much less often than women do, with the proportionate
breakdown of men to women who have it at 1:9.31 The illness must therefore be considered in terms of how gendered forces within biomedicine
contributed to the diagnosis. Because women have been diagnosed in such
greater numbers, it has been easy for the medical establishment to dismiss it
as one among many other “women’s complaints” assumed to be psychosomatic manifestations of women’s troubled emotional lives—neurasthenia,
for example.32 Its associated diagnosis, CFIDS, also more often diagnosed
in women, has similarly been dismissed as a woman’s complaint. CFIDS is
hard to distinguish from FMS, with overlapping symptoms, and it too has
no biomarkers to test for. The illness affected a large enough number of
people in a small Nevada town in the mid-1980s that CDC officials were
called in to investigate; those officials, all men, dismissed its significance,
viewing those with the condition, most of them women, as malingerers
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who had simply overtaxed themselves. CDC officials gave the condition
the demeaning name “chronic fatigue syndrome,” which underplayed the
level of debilitation those with it experienced. For feminist scholars of
medicine, CFIDS is a classic example of an illness trivialized due to sexist
assumptions about women’s bodies and minds; as a result of that trivialization, it was given a misleading name; and then, in part due to that trivializing name, research into it has remained underfunded.33
These illnesses have maintained a fairly prominent presence in popular culture, due in part to pharmaceutical marketing but also because they
entered popular culture’s lexicon already denigrated. In the 1980s, CFIDS
was dubbed “yuppie flu,” a reference to its popular understanding as a psychosomatic illness experienced by the middle and upper classes. Both illnesses are thus culturally coded as illnesses of privilege; they are also culturally coded as white, which has been reflected in advertisements. In 2008,
the FDA approved two chemicals repurposed from their original targets,
depression and epilepsy, for the treatment of FMS. Called Lyrica and Cymbalta, the medications were heavily marketed by their manufacturers, Eli
Lilly and Pfizer, on daytime network and cable TV, which has the heaviest
female audience. These ads, almost to a fault, used white actresses to portray patients with the condition, thus continuing via visuals the discursive
coding of the condition as a white woman’s disease.34 It should be noted
here that the companies also spent huge sums on grants to nonprofits to
educate physicians about the condition, aiming to create an audience more
receptive to considering the condition something in need of treatment.
An exemplary illustration of the politics of women’s health, these illnesses also illustrate how technocapitalism benefits from debility. In a
reframing of terms central to disability studies (disability/ability), Jasbir
Puar argues that where neoliberalism, technocapitalism, and the medicalindustrial complex intersect, it would be better to think in terms of debility/capacity.35 Neoliberalism expects, requires even, that subjects constantly produce and mark themselves out as capable. Those who cannot
fulfill this demand are then marked for slow death, but even so, debility
pays well through the tactics—pharmaceuticals a key one—that people
deploy to survive. As I will discuss in more detail below, people diagnosed
with these illnesses are predominately working class: they exist in precarious conditions with little chance to conform to neoliberal mandates for
capacity.36 But their debility is still profitable—or rather, their debility is
transmuted to profit, primarily through the purchasing of pharmaceuticals (although contested diagnoses usually bring with them a plurality of
treatment protocols, some not pharmaceutical, and all requiring significant
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financial output). Able to do some work, but often not fulltime, people with
the conditions exist at the edges of or fully in poverty.37
With a prevailing cultural discourse that patients are malingerers, hovering in precarious states that prevent embodying capacity and prescribed
expensive drugs that do little to help them, patients self-educate and look
for advice outside of sanctioned health care spaces. At the time of writing,
they represent 20 percent of the user population of PLM—the largest illness group on the site in its entirety.38 Their online communications are
thus a goldmine for pharmaceutical corporations. Put slightly differently,
their debility represents profit in the value that can be extracted from its
conversion to data. In that process, two key dynamics play out. First, the
e-patient is disciplined into the medical gaze, which I elaborate in the
chapter’s next section. Second, the e-patient subject position is feminized.
This feminization is most apparent in the gendered visualizations on the
site. The image on the home page has changed over the years, but its two
earliest versions showed mostly women. Other features of the site code
participation as gendered and racialized. For example, the site regularly
sends out emails urging members to update their data that show images of
its “care team” members, who are white women. Replicating the standard
gendering of work in health care, the site’s care work is feminized. (I will
discuss the fact that these are white women in more detail below.)
Other monthly emails remind users to update their profile, using language that frames updating as a responsibility to the collective, and another
kind of email, sent sporadically, includes a highlighted member’s “story” that
names her participation on the site as a form of “giving back.” Framing participation as a donation and gift to a digital health commons feminizes it due
to gendered cultural codings about gifts. Social scientists have found that
US men consider their gift-giving as instrumental, an act for which they
will receive something in return, while women consider their gift-giving to
be expressions of their feelings and do not expect anything in return.39 Such
social expectations around gifts draw from their cultural coding as part of
feminized rituals of celebration, care, and love. Framing users’ free labor as
the contribution of a biocitizen that allows them to articulate their voices
and in so doing express themselves, PLM associates members’ use with a
feminized subject, with care work, and with self-expression.

The second key dynamic of PLM’s interface is its disciplining of its user
into medicalizing regimes. In thinking of the interface as disciplinary and
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productive of power in the Foucauldian sense, I draw on media studies
understandings of the interface. For example, media studies scholar Mel
Stanfill views the ostensibly mundane details of interface design––dropdown menus, the organization of tabs––as “both reflecting social logics,
and non-deterministically reinforcing them.” Complicating analyses of
Lisa Nakamura and Michele White that reveal how users modulate how
interfaces construct race and gender, Stanfill stresses that interfaces produce normativity through the constraints on use that configure the ideal
user.40 Unlike many of the interfaces Stanfill, Nakamura, and White discuss, PLM affords few opportunities for users to stray outside of or to
rewrite its prescribed categories: its interface clearly delineates its ideal
user and the norms its use impels.
PLM’s interface is designed to engender a normativity defined by statisticalization, medicalization, hypervigilance, and commensuration. When
the user enters the site, the interface encourages her to administer to her
data. Most tabs contain graphs and charts alongside inducements to update
the data they contain. The Pain and Fatigue Rating Scale (PFRS) appears
throughout a user’s profile, with regular prompts reminding the user to
update it, and navigating to a new internal page often summons up a new
reminder. If one navigates to the PFRS, the lengthy survey registers finegrained details about life conditions. Other charts on a user’s profile similarly segment experience into refined granularity: MoodMap, My Cycle, My
Symptoms, My Treatments, My Lab Tests, all track minute details of the
body and its treatments. In all of these, the interface visually centers the
graph and chart, foregrounding a statistical perspective of experience.
The rigorous attention to corporeal experience as measurable augments a medicalized approach to illness. In total, there are twelve categories of data that the user can record: Hospitalizations, InstantMe, Labs and
Tests, MoodMap, My Charts, My Conditions, My Cycle, My Symptoms,
My Treatments, PFRS, Quality of Life, and Weight, and all of these can
be printed out for the patient to take to a doctor’s visit. That granularity
of data capture, along with the multitudinous categories the site provides,
encourages vigilant attention to the body and an attention to categories
that coalesce around those typically of interest to the medical establishment. An associated cell phone app allows users to record their “Instant
Me”; because of a cell phone’s ubiquity in a person’s everyday life, that
vigilant attention is parceled down to smaller and smaller units of time.41
The medicalized perspective on the body—where a clinical gaze is
applied to the body in order to extract its data—is here transferred from
its usual site, the physician, to the patient. The patient, to draw from
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Michel Foucault’s Birth of the Clinic, is asked to interpellate herself as
the object of the clinical gaze, to apply that objectifying gaze in seeking
to add to knowledge production.42 Significantly, there is nothing about
the site that differs from medicalized approaches to illness. In fact, if
anything the site educates the user about the language of diagnosis
that s/he may not have known before. For example, there are multiple
opportunities to search for the names of medications, symptoms, or
conditions, and when any letters are entered in the search box, it suggests auto-completed terms. Entering “anxiety,” for example, produces
the following list: generalized anxiety disorder; panic disorder; social
anxiety disorder; separation anxiety disorder; anthropophobia; hypochondria; HPPD. By offering these choices, the site enrolls the user
in medicalized terminology, articulating symptoms through the taxonomic categories of medical diagnosis.
The clinical gaze the member is asked to apply to herself uses a process
that sociologists have called “commensuration,” a mode of cognition typical to both modern bureaucratic systems and everyday life but that, when
undertaken in such a granular way, comes to structure the virtual representation of relationships among the site’s users. Wendy Espeland explains
commensuration as “using numbers to create relations between things.
Commensuration transforms qualitative distinctions into quantitative distinctions, where difference is precisely expressed as magnitude according
to some shared metric.”43 This discursive technique appears under most
tabs in the site, both on individual profile pages and in the section of the
site dedicated to sociability, its members’ journal section. In individual
pages, members are asked to detail their symptoms in the “My Symptoms”
tab, where sixteen symptoms can be rated on a scale of “none,” “moderate,”
“mild,” “severe”; at the top of the list are five symptoms that a text box
informs the user are default symptoms that “are good indicators of your
health regardless of your condition(s)” and are considered default symptom
markers for all users: Anxious Mood, Depressed Mood, Fatigue, Insomnia,
and Pain. Another tab, for Quality of Life, takes the user to a page with
detailed questions about physical, mental, and social functioning. Sample
questions are: “How has your health limited you in doing your work or
other activities?”; “Please think back over the past thirty days. Please indicate how often you worried about long-term effects of your treatment?”;
how often “did your emotional problems interfere with your social activities with family, friends, neighbors or social groups?” With these questions
eventually producing more data for the charts that anchor users’ profiles,
commensuration becomes central to how illness gets articulated.
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This commensuration extends to the site’s management of social
relations. In its “Member journals” section, profiles are arranged so that
they appear in the vertical newsfeed scroll made popular by Facebook,
thus visually echoing the paradigmatic online social network. It places
this newsfeed under a heading reminding the member to add more data,
always keeping the significance of donating data to the collective within
view. The newsfeed itself is comprised of data points that members have
recently added, usually their “InstantMe” ratings, with accompanying
affordances for entering text. Some days the newsfeed may fill with comments; other days it sees less activity. The newsfeed, as on Facebook,
allows other members to “comment” on that text, visually arranging support to coalesce around both narrative expression and data. The member’s profile itself is small and includes iconography suggestive of data
(the member’s age, primary diagnosis, and sex are clearly indicated; other
icons require clicking through to be certain about what information they
contain). Connectedness and sociability constellate through practices of
measurement producing norms, then, not only about ideal users (who
self-govern through data) but also about ideal communication (that
coalesces around data). Each element of PLM’s interface assembles an
ideal user governed by this data logic.
In her trenchant analysis of PLM’s multiple sclerosis community, Danielle Stock argues that the site encourages a kind of “statistical normalization,” a pressure to see one’s individual measures in relation to a norm.44
For example, one feature of the site allows the user to compare her treatment results to that of others engaging in similar treatments. Additionally,
one could argue, as Stock does, that many features of the site create an
imagined “pure” body—an imagined body that does not experience the
same symptoms, is not diseased, is normal.45 These sorts of structural elements coax an understanding of the body in relation to the biomedical
apparatus that presumably will step in to “fix” the broken body, releasing
it back to the imagined state of purity. In this sense, they hew to an ableist
vision of norms and reparative medicine.
At the same time, the forums might be considered under the technology studies framework of affordances—that is, as suggesting possibilities and opportunities that are ultimately taken up by users in ways not
intended or expected by their designers.46 These forums allow for free text
entry and uploaded images, and they afford members spaces in which they
can, if they choose, narrate their experiences without using data. Indeed,
the forums for FMS and CFIDS are characterized by many postings about
how Western medicine fails people with these conditions, and members
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often provide each other with information about alternative practitioners, practices, and folk treatments. The forums, in other words, appear
to allow users a space in which to narrate illness in ways other than the
datacentric, objective method offered elsewhere on the site.47 For Stock,
one key sign that members rewrite cultural scripts of their medicalization
is their deployment of the term “new normal”—a subversive concept that
redefines normalcy within constantly shifting bounds and along personal,
rather than standardized, measures. Interestingly, I have received communications from PLM that use the term “the new normal” to describe the
illness experience, and it appears in a publication about research sponsored
by AstraZeneca.48 This foregrounds the tension always at play in such sites
between contestation and the company’s ability to co-opt that contestation
for its own ends.
That end, as I have been noting throughout, is one that monetizes the
patient voice. Primarily this is happening as researchers at PLM “listen
to” patient-developed terminology for their experiences. In an article for
AMIA Annual Symposium Proceedings, PLM researchers document how the
site allows them to feed patient “folksonomies” of illness into statistical
analyses that can derive insight about symptoms.49 For established medicine, folksonomies about the body pose a particular challenge because they
resist easy translation into the formal medical taxonomies that underpin
medical research. Through careful coding of folksonomic terms, PLM is
developing methods to enable such translations. (It should be noted it is
not only PLM that is developing these methods; it makes its data available
to researchers, for example at Stanford University, who are searching to
discover the cheapest method to perform the labor such coding requires.50)
While the study PLM conducted used terminology that patients presumably knew they were giving to researchers (researchers sent out surveys,
rather than used forum posts), the forums also provide researchers with
ample fodder for such studies, and the site’s terms of service make it clear
anything posted there will be monitored and used by researchers. This
reaching out to its users to solicit their participation in an endeavor clearly
announced as biomedical research disciplines the networked patient subject within a biomedical, anticipatory gaze. The interface disciplines for the
sake of biocapital’s extraction of value from the patient voice.
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networking sites to my arguments in chapter 1. Recall, if you will, that
the previous chapter argued the humanities and medicine fields have
paid scant attention to structural racism, and that this has affected both
what kinds of hermeneutics they practice and what meanings they have
discerned in the narratives they study. This has been, I argued, in part
due to the set of texts the fields have chosen as their “dataset,” if you
will—the canonical texts to which scholars in the fields often return as
samples from which to draw their conclusions. Similarly, PLM draws
on a limited sample pool, its limits determined by the fact of structural
racism. Of the more than 350,000 users of PLM on August 1, 2015,
8,400 self-identify as Hispanic; 5,300 as African American; 1,300 as
American Indian or Alaskan Native.51 In other words, Hispanics, African Americans, and Native Americans do not constitute a sizable portion of the sample set on the site considered to be the foundation for all
digital health research going forward. PLM researchers are aware that
underrepresentation and bias are issues, writing, “to date it seems likely
that the most active users of online systems are those patients who are
younger and more educated. Although these issues can be addressed to
some degree by over-sampling those who are under-represented, today’s
tools simply can’t reach those who don’t use the Internet or digital technology. This should get easier over time but there will probably be an
inevitable ‘digital divide’ that will remain unbridged for many people
living with disease today.”52 A study using the site’s population of people
with fibromyalgia indeed demonstrates how this divide exacerbates preexisting issues over population: in it, researchers noted that there were
few if any non-white respondents to their survey.53
This raises important questions about how the sociotechnical design
of Health 2.0 affects the diagnoses that it aims to understand. There are
60,000 users with FMS (20 percent of the site’s total user base at the time
of writing). Almost 50 percent of those are white; 2.2 percent are Hispanic;
1.3 percent are African American; and .5 percent are Native American.54
There are fewer users with CFIDS (4 percent of the site’s total users), and
of these, less than 1 percent is African American, and the numbers are even
smaller for Hispanics and Native Americans. So what do these numbers
mean? Don’t they prove the cultural mantra around CFIDS and FMS, promoted in terms like “the yuppie flu” and in pharmaceutical advertisements,
that they are wealthy white women’s conditions?
There are good reasons to suspect that the current understanding of
the diagnoses as white women’s diseases has more to do with medical
racism than it does with the actual prevalence of the diseases, for studies
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conducted over the past two decades have found that the prevalence
among women of color is disproportionately high.55 The largest study
of CFIDS to date put the prevalence rate of white and black women
at 2.3 percent and 2.9 percent, and found an even higher prevalence
among Hispanic women.56 Other studies have found a disproportionate prevalence among Native American women.57 There are many possible reasons for the differences in prevalence, if not the differential
rates of diagnosis, that have to do with racism in the clinic, access
to health care and insurance, and culture. I am interested here in the
low numbers of women of color on PLM.58 Due to the digital divide
decade of the 1990s, during which time only communities of privilege were wired to the Internet’s infrastructure, people of color who
now have access to the Internet often use it under conditions of digital inequality, in which their skills differ from those communities that
are a decade ahead in learning technical skills. People of color also
access the Internet differently, for example using mobile smartphones
in greater numbers. Additionally, the working class and women living
in poverty are less likely to have Internet access and the free time necessary to participate in these spaces.
The problem, then, is that the site reinstitutes the discriminatory
design of the Internet itself, potentially further cementing the racialization
of the condition as it becomes entangled with biomedical innovation. Furthermore, when PLM moves to identify “folksonomies” without expressly
addressing cultural differences in language use, bias in sampling methods
translates into broader issues around PLM’s ability to fully understand colloquialisms and cultural differences in language. In this, PLM raises serious questions regarding how the sociotechnical design of communicative
biocapitalism allows for certain voices to be registered, certain stories to
be told, but not others—in other words, how communicative biocapitalism
reentrenches structural racism.59

P

V

Decolonizing the “ oice of the atient”
The previous section implied that PLM could ameliorate its discriminatory
design through inclusive practices that aimed to bring more people of color
into its research. This section punctures that implication. I bring women
of color writers into contact with the humanities and health fields in order
to interrogate notions of inclusion and cultural competency. My aim here
is multiple. First, following recent calls that medical humanities should use
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speculative writing, in particular speculative writing by writers of color, to
imagine more just worlds, I add to our canon two works by women of color,
one of them a speculative writer;60 second, I plumb what these writers and
the intellectual theories they draw on might have to say about patientnetworking websites and, more generally, digital health endeavors. Afrofuturist Octavia Butler illuminates the colonizing dynamics at play when
science and medicine operate in profit-based systems. Native writer Linda
Hogan shows how histories of colonization, underpinned by Enlightenment ideologies of scientific truth, have material effects on bodies that call
into question, if not negate, efforts to quantify and “map” disease.
Butler’s trilogy Lilith’s Brood, written in the late 1980s, has been useful for cultural and literary studies scholars in relation to that time period’s major scientific data-gathering effort, the Human Genome Project
(HGP).61 Today the trilogy is relevant all over again, as findings from the
HGP are funneled into the Precision Medicine Initiative. Literary scholars have examined how the project undertaken by the trilogy’s aliens, the
Oankali, plunders the genetic material of humans under the banner of
“trade,” an allegory for the colonialist science that underwrote the HGP,
its successor initiative (the Human Genome Diversity Project), and other
Western biomedical and technoscientific projects. However, no one has
focused on the role “the patient narrative” plays in the aliens’ project.62 In
the allegory I will draw out here, the Oankali and their method of colonization represent digital health’s extraction of value from human suffering;
less obviously, they also can be seen as proxies for a narrative medicine
and medical humanities practice that, in their most instrumentalist form,
may also collude in this “colonization” of humans, by helping to transform
people into patients.
In the novels, written just prior to the fall of the Berlin Wall, the cold
war has culminated in a habitat-decimating nuclear conflagration, and
soon after, alien interstellar travelers called Oankali happen upon planet
earth. They transfer many of the remaining humans, who survive in isolated pockets, aboard their ship. Keeping the humans in suspended animation, they awaken people selectively to study how humans respond to them
and relate to each other. Their purpose, they tell the first novel’s human
protagonist Lilith, is to enact a “trade”: humans will be given extrahuman
capabilities (added strength, the ability to heal from insect bites, no more
cancer) that will help them survive on their now almost-uninhabitable
planet, in exchange for which humans will give their genetic material to
the Oankali, who will create a hybrid human-Oankali species. They also
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claim they have rendered all humans sterile, and thus it is only through this
exchange that the human species can continue. Disgusted by the Oankali’s
appearance—blue-gray in color, they have wavy tentacles all over their
bodies and an additional appendage described as a sensory arm—and by
their proposal of interbreeding, the humans resist. But their situation is
dire, and the Oankali proposal seems the only means for continued survival. In addition, the Oankali have many seductive techniques at their
disposal: they use bionarcotics to drug humans into compliance; their mating process, which involves two humans sandwiching a creature called an
ooloi, grants humans pleasure unlike anything they’ve ever experienced;
and they present their arguments using precise and convincing logic. One
of those arguments is that humans are hierarchical (a claim proven by
the human nuclear war) and will return to hierarchical behavior without
Oankali intervention. That claim is quickly borne out. Lilith, whom the
Oankali have designated the human leader, awakens forty other humans,
and as they struggle to understand their situation and plot a plan of action,
they form factions and reinstate human patterns of domination. Their
hierarchical behavior at times convinces Lilith that the Oankali proposal
would be the smartest course of action. But at the novel’s end, the Oankali
inform Lilith that, without telling her, they have impregnated her with a
human/Oankali construct. At this point, an incensed Lilith signs on with
the rest of the human resisters, repeating a slogan that echoes the tactics of
the colonized here on earth: “Learn and run!”63
It is by now well recognized in Butler scholarship that the Oankali serve
as symbols for medical technologies. The Oankali’s ooloi contain an organelle that thirsts for new life, and within this organelle genetic material is
recombined in order to “construct” children of mates. This makes the
Oankali ideal genetic technology, able to efficiently and invisibly engineer
genetic sequences. They are also ideal forms of MRIs: through their sensory arm the Oankali can access the human brain, much as we use MRIs in
an attempt to scan and understand the workings of that organ. In another
technological capacity, they also function like ideal narcotics (a biochemical technology applied to the body) by delivering pleasure beyond the
human body’s typical capacities. Perhaps most significantly, the Oankali
are the ideal oncologists, for they are able to cure cancer, thereby fulfilling
the goal that remains Western biomedicine’s ever-receding horizon. This
ability is not applied out of pure benevolence, however, for the Oankali
want to use cancer cells to research their mechanism of colonizing other
cells, an understanding that would then allow the Oankali to expand their
own colonization techniques. In this part of the allegory, the Oankali, rep-
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resentative of medical technologies, apply their research for extractive purposes—to ensure their own continued reproduction, and using a method
(the promise to cure disease) certain to ensure the return of their industrial
labor pool (a medical reproduction of labor, as it were). The parallel to the
imperatives driving biomedical research and development are striking, and
literary scholars have noticed the echo to the story of Henrietta Lacks, in
which scientific researchers profited off the cells of an African American
woman that have become integral to most forms of cancer research.64
The aspect of this that has not been addressed is the relationship
between interpretation and storytelling within the allegory. Let’s begin
with interpretation. Like medical technologies, which assume a correspondence between the image and the body being represented, the Oan
kali operate using a system of signification where sign and referent are
stable, where a thing means one thing and one thing only. They appear
to have little capacity to understand the human propensity for interpretive plenitude that the instability of the human sign system engenders.
In the first novel, an ooloi is confused when Lilith explains to it that
human words often have multiple meanings. “There’s no logic to such
things,” it says, implying that Oankali logic assumes a one-to-one correspondence between sign and meaning. In the second novel, the protagonist Akin, a human-Oankali construct, informs a human, “Take me
literally. . . . Assume that I mean exactly what I say.”65 Such one-to-one
correspondence parallels the assumptions underlying medical technologies. The underlying ideology of imaging and scanning technologies is
that they are not inscribed with layers of mediation that multiply the field
of interpretation; it is that they can reveal a truth, as long as we interpret
them well enough. This truth ideology is crystal clear in the cultural and
scientific discourse about fMRIs, where it is assumed that fMRI scans
reveal what a person feels, and that, once our understanding of the brain
is advanced enough, they will reveal what a person is thinking. It is this
literal logic that allows the Oankali to override humans’ stated desires,
for the Oankali claim that they can ascertain what humans want more
accurately than humans can.
Yet the novels trouble Oankali claims that they speak the truth. Early in
the first novel Lilith becomes determined to catch an Oankali in a lie, but
she can only identify half-truths. “They freely admitted that they would tell
her only what they wanted her to know. Beyond this, the Oankali seemed
to tell the truth as they say it, always.”66 She later has the satisfaction of
catching the ooloi Nikanj in an outright lie, when he promises to give her
advance warning of his impending arrival but then shows up unannounced.
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This lie indicates that their claim to telling the truth serves their larger
project of manipulation.67 In the second novel an ooloi counsels the child
Oankali construct Akin, saying, “[Humans] can be dangerous. . . . Don’t
show them everything you can do.”68 It would seem, then, that the Oankali
present data according to the interpretation they need to effect in order
to ensure other species will trade with them; they are master manipulators, manipulating data in order to render their human subjects docile and
ensure there will be trade.
In the second novel, storytelling occupies a central role in how that
trade is established. In it, Akin, an Oankali-human construct child, rethinks
the Oankali position and convinces other Oankali to give resisters the
choice to establish a humans-only settlement, on a near-uninhabitable
Mars. Akin’s reconsidering of the Oankali position occurs because Akin has
listened to humans tell their stories. Akin, kidnapped by human resisters,
lives among them, and sits with them every evening as they gather around
the fire and tell stories about the earth they so deeply miss. The parallels to
colonialist anthropological study are striking: the outsider sitting around
the camp fire, collecting stories told by the natives, only to return to the
homeland to deliver the information collected about the natives, thus helping the colonizers refine their colonizing strategies.
We can also read this scene as paralleling narrative medicine, where
Akin comes to understand that their stories tell more about humans
than do their physiologies or their genetics—or, to put it in terms familiar to narrative medicine, he comes to value their narratives. Akin then
goes to the other Oankali, shares the humans’ stories with them, and
convinces a majority to grant humans their request for a separate settlement. Like narrative medicine, Akin listens to stories and comes to
“honor” them; like narrative medicine practitioners, Akin returns to his
fold to spread word to his fellows of the significance of such honoring.
We never learn what the final outcome of this listening and honoring
is: at the novel’s conclusion, resisters await a shuttle to the Oankali ship
that will deliver them to Mars, but Butler does not tell us whether they
board it, nor if they made it to Mars. The second novel therefore leaves
it an open question whether the Oankali will follow through on their
promise, and, since many Oankali disagreed with it in the first place, the
novel suggests they won’t. The final novel in the trilogy, which depicts
events in the life of an Oankali child on earth, remains silent regarding
the Mars settlers’ fate.
In the allegory I’m tracing here, Akin has managed to offer the humans
something resembling “empowerment” (the power to make a choice,
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which lets them shape their future), just as narrative medicine and medical
humanities hope to create spaces where patients are empowered to manage their own health care. But there is a dark side to this. The allegory
comes into finer resolution when we consider how Akin was kidnapped,
and thus obtained access to the human resisters’ stories, in the first place:
the ooloi Nikanj allowed Akin to be kidnapped, knowing that the humans
would grow to trust Akin and let him collect information from them. Akin
shares the information he has gathered from humans with the purpose of
spurring Oankali empathy for humans, but no matter his purpose, he hands
the Oankali a database of patient narratives that they can use as they wish.
And this has been Nikanj’s ultimate goal all along, for Nikanj knows that
those narratives provide a wealth of information about humans that the
Oankali can study, then use to formulate new strategies to convince the
resisters to comply. On this reading, the Oankali allegorize how today’s
digital health technologies work. They seduce us into recording and contributing our data to them; this data is then used to expand the population,
the possible sites of trade, for medicine itself. Taking this reading of the
allegory to its extreme end, the work of the humanities and medicine fields
(listening, witnessing, honoring, empowering, symbolized in Akin) cannot
be distinguished from the work of digital health (databasing patient narratives and the potential information they hold, symbolized in Nikanj and
the broader Oankali project): the two are by nature commingled. They are
nowhere more similar than in their imperative to study patient narrative:
to understand what patients want.
Butler, in other words, critiques the ways in which any intermediary—
whether that intermediary is a digital health interface or the narrative
medicine-practicing physician—situated within the context of ownership and trade unwittingly enfolds the “voice” into colonialist systems of
extraction, where the gaze, model, and methods are those of the colonizer.
Indigenous scholars have long thought about what it would take to decolonize these methods—that is, what it takes to construct gazes, models, and
methods through an indigenous perspective. In studies of health, this has
meant medical researchers trying to join with people in the communities
they study to reframe their research through an indigenous perspective,
a form of study with a more robust tradition in Canada. Here, I turn to
explore a Native woman’s memoir about fibromyalgia in order to plot a
divergent route from that of digital health, one that might demonstrate
how the medical and health humanities could themselves be less entangled
with colonialist practices—to demonstrate, as I laid out in the previous
chapter, what it might mean to read for the structural.69
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Linda Hogan’s The Woman Who Watches over the World has been categorized as a memoir and an illness narrative, but it could just as easily
be described as an account of how capitalism and racism have embedded
themselves into the lands and the peoples of the Americas.70 Written in an
episodic style, structured through recurrent motifs rather than following
a chronological ordering of her life story, the memoir situates Hogan and
her illness within the historical legacy of the sudden and the slow violence
perpetrated against the Native peoples of the continent. Hogan weaves into
her tale the stories of her grandparents, parents, the daughters she adopted,
and her ancestors, including stories she has read or been told about famous
Native warriors, physicians, and other important figures. Most of the people
Hogan describes have been touched in significant ways by violence, and this
violence ultimately reaches her in the form of a traumatic accident, when a
mistreated horse throws and drags her. Hogan always traces such violence
back to the historical dispossession of land and culture by an occupying
nation. In the case of the horse, for example, it is clear that the horse’s owners are scarred by the addiction resulting from their own fractured lives, due
to which they mistreat the horse; and, when the horse throws Hogan, the
event is symbolically overlaid with the centuries of violence done to Hogan
and her ancestors as they have been sold, branded, and used for labor. In the
memoir’s final section, Hogan focuses in detail on that incident, her postinjury recovery, and her life after the injury.
However, even that description of the book, which suggests the general shape of an illness memoir, forces Hogan’s book into an outline it
does not exactly fit. She is not concerned with the “injury” as a specific
rupture to her life but instead as an event that concentrates the broader
story Hogan is telling about her people, her culture, and the situation in
which Native peoples now find themselves. The ways in which her illness
crystallizes these broader themes is perhaps nowhere more obvious than
in the fact that while she does use Western medicine’s terminology for her
condition—she explains she has been given the diagnosis of fibromyalgia—
she does not link the diagnosis to the trauma her body and brain sustain
when she is thrown from the horse, which is one theory as to how fibromyalgia develops. In other words, Hogan is not interested in chasing down the
story of a diagnosis’ etiology. Rather, her memoir constructs a very different etiology for her condition, one rooted in the theft of land from Native
peoples and the violence of that theft.
This etiological trajectory constellates through the thematic nodes
of darkness and light; dreams and knowledge; gems, minerals, and other
forms of precious and rare matter; bones and burial; such life-enabling
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substances as pollen; horses and the land they traverse; and maps. Some of
these nodes appear in the book’s one section that truly focuses on the diagnosis (“Dreams and Visions: The Given-Off Light”), where Hogan specifies that fibromyalgia’s foremost disrupting effect has been the absence
of dreams, perhaps a consequence of its sleep disordering. “For me,” she
writes, “this was to be shaken below bedrock, to the fault line everything in
the body is built upon . . . There were no more images that welled up from
the world of the night . . . For me dreams had been the measure not only
of the mind, but of the human spirit and connection with the world. My
recurring dreams of wise old people who dusted pollen on my body were
now gone.”71 She then explains that some non-Western cultures conceptualize dreams in a way distinctly different from the commonplace Western
understanding of dreams as a reflection of the self. “Dreaming does not
carry this limited, singular, mission in all cultures,” she writes.72 Instead,
“Dreaming articulates the terrain of night, the range of the human soul,
the geography of the holy . . .” And dreams allow Native peoples visionary sight (Hogan tells the story of the Native warrior Lozen, who fought
alongside Geronimo, whose dreams guided her people through battle).
Hogan links dreaming to explorations of “the dark,” spaces where matter
valuable for its rarity and preciousness exist, spaces that remain outside of
human consciousness and that necessarily shadow it.
Hogan contrasts this space of dark matter with the very different
dreams that propel Western exploration, expansion, and extraction. She
describes the explorer Captain James Cook as someone also guided by a
dream: a dream of a “marvelous continent” just out of the explorer’s reach.
“He stood for a desperate Europe, this man, an ambitious explorer who
wanted to be the first to enter the unknown wonders of the world. . . .
Cook arrived, lived, and died by water and dreams. He found depth upon
depth of ice mountains and polar, frozen ocean, places now being invaded
in [the] search for oil, diamonds, and coal, all shining things that come
from the dreaming earth, black and glittering.”73 In these passages, Hogan
establishes a distinction between her people’s understanding of dreams as a
necessary darkness—“It seems certain that some darkness wants to, needs
to, keep unto itself”—and the misdirected dreams of Western ideologies of
scientific exploration and knowledge that hinge on the destructive illumination of the “unknown.” On a television nature show, she watches seafloor
explorers bring a blue-eyed squid to the surface, where it turns its eye in
horror on the humans, then dies. “One of the dreams, one of the creations
of earth, was taken by men who are not of the dreaming, but of other passions, science, and ambition and knowledge, a knowledge that has yet to
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keep the world alive . . . The blue-eyed creature saw its fate. As did our
Native ancestors.”74 For Hogan, then, the European scientific worldview
that underwrote both colonialism and extraction (an extraction literalized
in the figure of the squid taken from its home environment) obliterates a
darkness that is a necessary feature of living, and that is specifically necessary to the land and, by extension, the bodies that exist on it and with it.
This section thus draws explicit connections between the theft of land and
of its precious matter, driven by a scientific worldview, and the “theft” of
her dreams that her condition occasions.
One scholar locates Hogan’s recurrent theme of European exploration
and maps within a broader tradition of Native women’s writing, explaining,
“Hogan [and other Native women writers] repeatedly insist that maps are
not metaphors, and they seek Indigenous paradigms for understanding and
representing Native lands that are not predicated on possession and violation.”75 This extends to understanding and representing illness, too. By
indicated that mapping was the result of Western knowledge production
systems, Hogan similarly insists that Western understandings of the body
and illness are predicated on this same drive toward possession and violation and so fail to grasp what Stacy Alaimo calls the trans-corporeal mattering of the body.76 For Alaimo, the memoir depicts the body’s entanglement with earth and its matter, where multiple constantly shifting forces
come into play to affect the body, and, potentially, to be affected by it.
Hogan’s insistence that such intra-activity cannot be fully mapped is part
of a “wilderness ethics” that situates nature (and, by extension, human bodies) as an unknowable place. Hogan writes, for example, that “[s]ometimes
I . . . wonder why I can’t heal myself, . . . let the bones be free, why I can’t
journey into the matter of my own body and touch the organs . . . But the
interior, the vital force, slips through all our hands, even with our own bodies.”77 As Alaimo writes, Hogan deemphasizes the individual knower who
populates its first sentences with a concluding sentence that emphasizes a
collective. In doing so, Hogan performs a move away from the logocentrism and individualism of Western thought, presenting those ideologies,
which determine how its medical and technological practices are instantiated, as insufficient tools for grasping “the vital force.”
The final chapter of the book draws out these parallels with greater precision. Hogan places three sections in a sequence titled “Phantom Pain,”
“Phantom Worlds,” and “Phantom Medicine.” “Phantom Pain” describes a
Dorothea Lange photograph of a terrified horse, whose racing across fields
Hogan interprets as expressing “the harshly destroyed land.”78 Echoing
Elaine Scarry’s thesis that pain exceeds the capacity of language to commu-
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nicate, Hogan allows that artists get closer to the truth of pain, “as if they
are cartographers introducing us to foreign worlds”—a passage that clearly
also applies to her own work in this memoir of “mapping” her own pain.79
She continues, “[T]he world of pain is a place unreadable by many. Sometimes it is the pain of the earth, not of any one individual. . . . I say it runs
like a terrified horse, with shock and fear of the phantom terrain.”80 Having
established both that pain exceeds language, that it connects to the earth,
and that, since she too has been thrown from a terrified horse, her own
injury crystallizes earth’s injuries, Hogan then describes how the unknown
was represented on European maps, in mythic ways that then justified its
plunder. “The world has been brought to language, charts, and units of
measure in many ways. . . . It isn’t unusual for fragments of stories, myth,
and only a glimmering of knowledge to contribute to great losses [such as
the extinction of species].”81 In the final section of this series, Hogan notes
that the Spanish conquistadors burned the Mayan’s storehouse of recorded
medical knowledge, rendering it a kind of “phantom medicine” that can no
longer help in a time when alternative modes of treatment are increasingly
sought out.
In these conjunctions, Hogan’s text refuses the claim that Western
knowledge systems can solve crises such as the mass extinction of species
or epidemics of illness. Mapping—whether of continents or genomes—
cannot undo the histories of violence that have saturated the Americas
and ultimately affect the bodies that inhabit it. To be clear, Hogan does
not propose a traditionalist worldview, one that would insist on returning
to an earlier time—her book does not glorify a noble savage archetype.
Rather, she suggests that something can be learned even within this condition of dreams’ absence, of plunder, of extraction. She notes the grief she
has undergone since losing her dreams, but that “we, as Native people,
are awake and have survived. We have become something. . . . Seeing the
new order of the old world is, in truth, a kind of light, powerful as that
of a glacier and just as godly.”82 Communicating this vision is a goal of a
memoir that has been motivated by a desire to find and share, especially
with Native youth, a new map, a guide through this new order. But this
“guide” is one that explicitly refuses the linearity and drive for clear illumination that characterize Western orderings of narrative and of maps. Of
those requests that she provide a guide to this new world, Hogan writes,
“The ways in are not always mapped or charted, but sometimes being
lost . . . is the sweetest place to be.”83 And so the memoir presents this lostness, often circling back to describing a darkness that cannot be explored:
“[A]ll the elements of ourselves and our world are more than can be held in
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words alone; there is something else beyond our knowing.”84 The memoir
thus oscillates between on the one hand a drive toward story as a method
of knowledge and communication and on the other hand an insistence that
words and communication will fail us.
This oscillation is important, for Hogan’s method is to reveal through
the accretion of repetition, oscillation, and paradox the process of meaning
and meaning-making. Toward the end of the memoir, Hogan puts two conventional orderings of history into tension with each other: before/after;
and beginnings/returns. The first is a linear structure typical of Western
thinking, one that prioritizes cause and effect and the logical ordering of
reason. The other characterizes indigenous thought, a cyclical structure
that suggests continual return to origins and a mythic ordering of the
world. Many feminist scholars have situated Hogan within a larger tradition of ecofeminist and indigenous writers who seek out visions of history
that do not reinstate Western models, but I think here she also troubles
indigenous models of beginnings and returns. There are two reasons for
this. The first is that with this conclusion Hogan seeks to avoid not only
Western models of history but also the Western tendency toward hierarchical dualisms, for she refuses to land on either of these orderings as
the better or more appropriate one. The second is that Hogan sees these
two orderings as paralleling typical ways in which illness narratives are
constructed: the “before/after” of the traumatic injury; or, the narrative of
cure, which seeks to return to the point prior to injury. Instead, in the very
final section, “Pollen,” which evokes the symbol of fertile wisdom Hogan
has used throughout the book, she refines her method of ruminating on illness and injury as the gruel for richer understandings of the world’s intraactivity by inching forward a resolution, only to withdraw it. She asks,
“When our beliefs settle down to sleep and the streetlights come on, if we
said matter was holy, would we then love and be joyous?”85 The question
is addressed, I think, to the Native youths whom Hogan mentions at the
memoir’s start as often reaching out to her for guidance. And it does suggest that the preceding paragraphs, which insist on a radiance that can be
encountered in a relationship with the earth that honors its darkness and
its light, are meant to help others find their own radiance. At the same time,
posed as a question, the ending seems just as much to offer uncertainty, to
suggest that even once such a relationship is established, it might not be
enough. As such, the memoir ends in a way that refuses any pat resolution:
it refuses to “order” itself, to provide a clear map of the unknown.
I have used Hogan’s story to conclude my own chapter because it provides a distinctly different way of looking at the fibromyalgia story than that
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proposed by patient-networking sites, no doubt, but also because Hogan’s
view of matter helps bring into focus the Western context for patientnetworking websites, and digital health more broadly—contexts that might
make them inherently unable to map certain terrains. Where Octavia Butler’s trilogy reveals that the attempt to elicit stories in an exchange where
the parties have unequal power and capital means such stories are always
marked by coercion, Hogan’s memoir describes a landscape in which the
Western attempt to elicit story can never do justice to those stories that
escape its framework. In pragmatic terms, this means that, for example,
PLM has no real way of assessing what Hogan describes as fibromyalgia’s
most distressing symptom, an absence of dreams that cuts her off from her
culture. In broader terms, and if we follow Hogan’s conceptualization of
the interconnectedness of matter, this would mean considering that the
very processes of colonization that underwrote the theft of land and its
plunderable mineral riches from Native peoples parallel the colonization
of sick people’s communications, and that such plunder both undergirds
the technology infrastructure on which digital networks rest and continues
to destroy the environments they inhabit. It would be to recognize that
the fight of indigenous tribes against the Dakota Access Pipeline project
is a struggle to protect their environment from the slow death that the
pipeline will cause them through its contamination of their water supply,
and to recognize that one of the key industries that will use the oil that
pipeline would carry is the telecommunications industry—indeed, it would
be used specifically to power our laptops, iPads, and the servers that support PLM.86 This is, I recognize, to draw some very broad connections. But
in that sense, it is also to read for structures. It is to realize the structural
interconnectedness that Hogan’s text calls for. It is to move beyond cultural
competency and into the realm of the structural—perhaps, even, to move
toward the infrastructural.
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In the past decade, digital self-tracking, once seen as the eccentricity of
obsessive techies, has slowly permeated mainstream culture: the American
retailer Target has dedicated sections of its stores for tracking devices, and
advertisements for FitBits appear on network television. These devices’
increasing ubiquity is lauded as a key factor in our digital health evolution:
the Apple HealthKit, which is preloaded starting with the iPhone version
6, was developed specifically to allow the phone to act as a tracking device
that could be hooked into such digital health efforts as the PMI. This chapter considers how the socially and culturally embedded production and
design context of these devices affects what sorts of narratives they coax,
and the kinds of biodigital subjects they elicit.
Early in 2007, Gary Wolf and Kevin Kelly, editors of the magazine
Wired, started the website QuantifiedSelf.com as a place for people
engaged in self-tracking to report on their activities. Soon after, reports
about the website and self-tracking gained steam in the popular press.
Wolf published an article heralding the practice as the future of health
tech in the New York Times Magazine, and since then every mainstream
intellectual magazine, from the New Yorker to The Atlantic, has covered
the group and self-trackers more generally.1 While popular assessments
of their activities range from labeling them tech fetishists, data narcissists,
irritating quantophiles, or simply mere curiosities, health care experts
and technologists are heavily interested in what they do. Tech developers
and entrepreneurs perceive a massive potential market as self-tracking
becomes ubiquitous;2 the most basic of fitness trackers, the FitBit, opened
to a massive IPO,3 indicative of perceptions about that market especially
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as such devices are incorporated more pervasively through the digital
health domain. At first marketed for athletic and fitness contexts, it now
serves a broad array of purposes. For example, sleep and movement data
recorded on a FitBit can be uploaded to one’s PLM profile, thus affording
greater granularity not only for the individual but potentially for a physician and, of course, for PLM’s data-mining. Health insurance corporations and corporate wellness programs increasingly include FitBits and
self-tracking as part of their incentive programs. What began as a private,
individualized practice is moving, then, into professional practices and
organizations beyond the individual, joining other actants in the sociotechnical system of digital health.
While there are some highly active members of this group who are
patients and who promote their use as part of patient self-monitoring, many
more consider themselves healthy, and as such, the “voices” they articulate are considerably different from those studied in the preceding two
chapters. Centered on optimizing their bodies and regulating their minds,
this group reframes what it means to bring voice to a narrative of health
or wellness using data as its primary expressive technique. Whatever their
reason for using these devices or for gathering and analyzing data, Quantified Self members embody the anxiety of what Jasbir Puar calls “prognosis time,” and of Joseph Dumit’s “patients-in-waiting.”4 There is always
an Other haunting the edges of their practice—the Other that has failed
at staving off ill-health and at navigating risk, the disability-to-come that
is incessantly disavowed. This disability-to-come is reframed, though—or
rather, disability itself is refigured within their practice as what Puar terms
“debility/capacity.” According to Puar, in a time of rapid technological
reframing of bodies and minds we might rethink “disability/ability” as
“debility/capacity.” Those subjects who capably function within capitalist
production models sit on the side of capacity, while others—the poor, the
marginalized, communities of color in environmentally racist conditions—
are configured under debility, valuable only insofar as they can be studied,
diagnosed, treated, and otherwise supply revenue for capitalist enterprises
(such as Western medicine). And so while it is true, as some anthropologists
who study these data obsessives argue, that Quantified Self membership
is open to all and draws on many different groups of people, and while it
is true that their activities vary in their approaches to various mental and
physical conditions, this chapter considers how specific groups of people
are configured in relation to these tools, that configuration determined
by the social stratification, structural racism, and patriarchal culture that
undergirds Silicon Valley tech industries.5
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In particular, this chapter brings into relief underlying questions about
the gendered nature of knowledge inscribed in these practices. I argue that
certain types of online activity are coded as feminized, and other kinds as
masculinized. By illuminating where this coding is happening, this chapter
turns up the dial on arguments about debility and capacity under technocapitalism, specifically, on how debility is feminized, while capacity is masculinized. Building on feminist insights about technology, health/illness,
and science, this chapter argues that digital health takes gendered valences
linked to cultural codings around technology production and quantification practices.6 At the chapter’s end I examine an artwork about these
technologies of the self, and my analysis of this creative work is meant as
an illustration for the humanities and medicine fields that other models
of interpretation, in this case drawn from disability studies, will be useful as the fields confront digital health. As the technologically enhanced
world becomes increasingly concerned with ensuring that people “fit” into
a data-driven world, we might look to disability concepts of the “misfit” as
a framework for ethics.













Self-tracking has a longer history than its present-day digital form. Sanctorius of Padua’s experiments in the sixteenth century are considered an early
instance of self-tracking: his measurements of his eating and weight led to
modern metabolic studies. In the 1700s, John Lining, an American physician, measured his food and drink, urine and feces, and sweat in relation
to weather conditions, seeking to understand the effects of climate on the
body.7 Benjamin Franklin would famously track his virtues in something
resembling a modern spreadsheet. Franklin also tracked his weight, food
intake, and sweat in an attempt to measure climate.
While Lining’s experiments introduced the scientific method to Sanctorius’s pre-Enlightenment efforts, Franklin’s virtue tracking exemplifies a
technology of the self, where Franklin exercised conduct upon his behavior
and came to know his person through that framework—what Foucault calls
“governmentality,” the conduct of conduct. The Quantified Self (hereafter QS) resolutely situates itself as part of the Enlightenment tradition,
where self-tracking engages a scientific method, and it exemplifies the use
of digital technologies as technologies of the self. Its website, which has
been called the “spiritual home” of QSers,8 visualizes this scientific way of
living within tech culture for its visitors, and in what follows I analyze QS
practice in relation to its visual representation on the site and elsewhere.9

80

•

communicative biocapitalism





I . . . select and test different gadgets, apps, questionnaires and other
tools and services. . . . I also explore different ways to slice, dice
and analyze my personal data in order to reveal meaningful patterns and actionable insights. When simply tracking myself is not
enough, I conduct self-experiments, by manipulating variables that









The website’s full title is “Quantified Self: Self-Knowledge through Numbers,” its subtitle carrying the doubled meaning that a person obtains selfknowledge by analyzing data and that the community itself can learn more
through linking together numerous studies. Formed in 2007 by influential
tech community members Kelly and Wolf, its board of directors draws
from star figures in the tech industries (Larry Smarr, for example, directs
the California Institute for Telecommunications and Information Technology, which is funded by two University of California campuses toward
the goal of realizing ubiquitous computing). The site demonstrates its tech
industry support with links to its partners (Autodesk, a 3D design software company, and Intel, a manufacturer of hardware components, both
multinational corporations) and its sponsors (Scanadu and Zensorium,
both companies developing biodigital devices for self-diagnosis and selftracking). Visitors are informed of the heavyweight industry support for
QS and, should they delve more deeply into the sponsors, will appreciate
that QS practice has led to biodigital innovation.10 The site invites users
of all skill levels and includes pages dedicated to educating a visitor new to
the practice. It maintains a guide to tracking tools that lists more than five
hundred of them, which are tagged according to API and platform, then
according to the particular physical or mental characteristic or contributor
to health they address: energy, sleep, productivity, fitness, mood, behavior,
and learning, among others.11
The main visual section of the site is occupied by posts, which include
text, video, or often a combination of the two. “Toolmaker Talks” illuminate biodigital tool design practices; other posts link to popular and
academic writing about QS practice itself. Other than these, most posts
explain individual QS studies and include an embedded video of a PowerPoint presentation by a QSer.12 Although some projects concern how to
use biodigital tools to manage chronic illness, they are just as often geared
toward optimization—how to improve cognitive function, manage time
more effectively, sleep more efficiently, nudge oneself toward better habits.
A typical description of QS practice can be found on a blog called “MeasuredMe,” maintained by an active participant at QS conferences and the
QS website. Its blogger informs us that
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already exist in my life, or introducing new ones. Ultimately, I would
like to identify a small number of factors (e.g., length of sleep, certain ingredients in my diet, certain habits, mental and psychological
states, etc.) that have the most influence on my everyday behavior,
mind, and psyche. By controlling and manipulating these factors, I
then could optimize my life experiences.13





















The goals and methods described here are characteristic of QS projects:
data gathered from biodigital devices will reveal “actionable insights”;
these insights facilitate optimization, a term and concept that characterizes
the aims of many QS studies. Optimization concerns both physical and
mental capacity; for example, “Quantified Mind,” projects that measure
cognitive capacity, is explained in such terms. “The goal is to make cognitive optimization an exact science instead of relying on subjective feelings,
which can be deceiving or so subtle that they are hard to interpret. Quantified Mind allows fun and easy self-experimentation and data analysis that
can lead to actionable conclusions.”14
In this, they reflect tech-industry attitudes about bodies, minds, and
wellness, where the dominant orientation is toward optimizing capacity.
Anthropologist J. English-Lueck has studied Silicon Valley tech workers
and concludes that health discourses tend to emphasize well-being and
wellness within a framework of optimizing efficiency and navigating risk
as an individualized effort.15 Working in a geographic location (northern
California) with a history of self-experimentation and a workplace infused
with models of minds as machines and machines as minds, younger workers in particular are open to techniques of self-experimentation that will
improve that “machine’s” functioning, among them neurochemicals (both
nootropics as well as pharmaceuticals), non-Western practices such as yoga
and meditation, and alternative eating practices. English-Lueck explains
this culture by way of Pierre Bourdieu’s concept of the “habitus,” which
holds that taste cultures and body practices reflect the internalization of
structures of power; that they are specific to one’s class and social status;
and that they operate at such an unconscious level as to seem “second
nature.” In the case of Silicon Valley, the structure of power—where venture capitalists, CEOs, and a few anointed tech gurus hold financial power,
and coders, engineers, and designers labor for them under the terms they
set—is reflected in the attention workers pay to their bodies and minds,
which come to be seen as resources whose productive capacities must be
maximized to ensure continued employment and to finish projects with
as much speed as possible. Within this habitus, the worker is “responsibil-
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ized,” to use Anthony Giddens’s term.16 Those responsibilities to care for
worker citizens that were once located in the state, or even in the company,
are transferred here onto the individual, who must take on the responsibility of managing the body and mind to navigate risk. Within QS practice, this Silicon Valley health habitus becomes a biodigital habitus, where
workers see it as only natural that one would incorporate into every aspect
of one’s daily living the tools, software, or databases that occupy one’s work
hours, and that this would, under neoliberalism’s framing of health, be seen
as the individual’s responsibility.
In their rhetoric, though, QS members position themselves as a counterpublic, a group constituted by its members’ activities and conceptualizations of technology use that make it distinct from the public at large.17
While the general public is subjected to medical treatment and health recommendations based on the standardized patient, QS practice is a method
of tailoring medical and scientific knowledge to the individual. QS studies thus mark out their practitioners as self-determinative. This extends to
how QSers pose their practice as a tactic for resisting the manipulation to
which the general Internet user is subjected. In a post about the group’s
history, founder Gary Wolf explains that “[i]n 2007 we began looking at
some new practices that seemed, loosely, to belong together: life logging,
personal genomics, location tracking, biometrics. These new tools were
being developed for many different reasons, but all of them had something
in common: they added a computational dimension to ordinary existence.
Some of this was coming from ‘outside,’ as marketers and planners tried to
find new ways to understand and influence us. But some of it was coming
from ‘inside’ as our friends and acquaintances tried to learn new things
about themselves.”18 In distinguishing these groups—people influenced
by marketers and planners versus Wolf’s friends and acquaintances—Wolf
(and by extension QSers) positions QS methods of self-knowledge and
behavior modification as cordoning off QS practitioners from external
forces of persuasion.19
For readers unfamiliar with the distinction Wolf draws, it is instructive
to consider how persuasion works online, in particular what Wolf means
when he notes that marketers make use of new computational methods to
understand and influence Internet users. Every time you go online, analytic companies track your browsing, feed your browsing activity through
algorithms developed out of the massive datasets advertisers have compiled
from decades of marketing research, and use this to categorize you, then
place targeted advertising before you. Targeted advertising is, on the surface level, bad enough for those who would prefer a nonconsumer Internet;
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peel back another layer of the onion, however, and it becomes more insidious. Scholar John Cheney-Lippold has developed the term “algorithmic
identities” to indicate that it is these algorithms that now assess what race
or gender you must be, as determined by how you browse; advertisements
are targeted to that assumed racial group or gender category accordingly
and can then influence your own actions, attitudes, and so forth.20 Tracking
data is sold to data brokers and fed to data-miners, composing the basis
for digital discrimination based on data footprints.21 By resisting these
algorithmic means of persuasion, QS seeks to establish the digital subject
as self-sovereign.22 The emphasis on the self-sovereign subject is explicit
in other QS posts; for example, one member writes, “While designers of
persuasive technology steer users toward a goal that the designers’ have
in mind, or to other goals unintentionally, the designers of mindful technology work to equip users to better know their own behavior, to support reflection and/or self-regulation in pursuit of goals that the users have
chosen for themselves.”23 QS practice, then, is self-sovereignty enacted
through self-management.
Foucault developed the term “governmentality” to refer to “the conduct of conduct,” a concept that designates any process in which action is
governed, and QS practice embodies governmentality with its emphasis
on self-management. Governmentality articulates how power is enacted
by the individual on the individual, in everyday modes of living. Foucault
also developed the concept “technologies of the self” for those methods
by which individuals subject themselves to governmentality, learning to
inscribe values and ideologies in their daily living as they envision and
imagine the “self” through the inscription devices of their time. Benjamin
Franklin used a journal to inscribe the self; today, QSers use digital technologies that inscribe the self via the production of data sets. That data is
the means by which individuals self-regulate and self-manage, in particular
by applying common cultural techniques for therapeutic and health-related
care. The significance QSers attribute to data cannot be overemphasized.
For example, “We tend to think of our physical selves as a system that’s
simply too complex to comprehend. But what we’ve learned from companies like Google is that if you can collect enough data, there’s no need for
a grand theory to explain a phenomenon. You can observe it all through
the numbers. Everything is data. You are your data, and once you understand that data, you can act on it.”24 Wolf, QS’s tireless promoter, wrote in
the New York Times, “If you want to replace the vagaries of intuition with
something more reliable, you first need to gather data. Once you know the
facts, you can live by them.” Thus along with data practice as a means of
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self-regulation and self-management, data practice aligns its practitioner
with objectivity distinguished from the subjective weakness of intuition,
removing the burden of subjectivity from decision-making.25
Anthropologists and apologists have discussed QS practice as either
an extension of or a challenge to control, and while those debates are
certainly interesting, here I wish to pursue a somewhat different line
of analysis.26 When data practice is described as an objective mode that
improves upon the subjective, it draws on the history of the masculine
subject capable of abstract intellecting, with the subjective aligned with
the feminine, intuition, and emotions. Abjuring the feminized subjective,
the practice compounds its masculinization due to an additional factor:
situating their practice as freed of algorithmic means of persuasion, QS
refuses the subject position of the surveilled online, a feminized position.
To understand this, we must consider recent work by surveillance studies
scholars on surveillance technologies as masculine. Torin Monahan, for
example, argues that gender is at work, albeit in a decidedly abstract way,
in what he calls our “post-optic regime” of surveillance—the surveillance that is exercised through the massive databases of personal information circulating in informatic capitalism. Where in the preceding
era surveillance was typically a matter of video (optical) technologies—
where human bodies in action were visually surveilled—today “modern
surveillance systems operate upon logics of disembodied control from a
distance.”27 This abstract, disembodied control extends the long Western history in which logic and the capacity to abstract are identified with
the masculine, disembodied, and intellecting subject, while the body is
identified with the feeling, feminized subject. For Monahan, our modern
surveillance systems, in abstracting humans into data points, strip bodies of their social contexts; when bodies become data, discrimination
and inequalities are intensified, as it becomes harder to identify where
those exist at the level of database abstraction. At the same time, the
dream of a disembodied form of control is the dream of Western technoscience, which is based on this very distinction between the feeling,
feminine body and the logical, masculinized brain. In today’s surveillance systems—the very ones identified by Wolf, that track and monitor
our online activities—we are all subject to these masculinized forms of
abstraction. Under such a system, then, we are all in danger of being
feminized. QS practice wrestles with this exact dynamic, and it positions
QS practice as a mode of refusing to be thus feminized. Its members
become a digital form of the masculine self-determining subject favored
by Western civilization. That this practice is a form of (abstracted) mas-
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culinization becomes clear when we consider it in relation to the exploitative self-surveillance occurring in patient-networking websites. QS
similarly makes use of technological affordances to optimize and manage
health, yet its practice is positioned as distinctly for the individual’s optimization, self-conceived and self-directed, and potentially allowing the
individual freedom from all other modes of surveillance, as they happen
online generally, in patient-networking websites more specifically, and
most especially in the clinical setting.











This section looks more carefully at actual QS practice: whose narratives
are articulated; the typical shape of those narratives; and how these narratives position their narrators in regard to technocapitalism and sociotechnical systems. While individual QS projects extend a long history of
American individualism, at the same time they are embedded within the
current digital media context of networked individualism—the turn from
tightly knotted communities to loosely associated networks of individuals
is evident in how QS brings people out of what in pre-Internet might have
been support groups or even large-scale medical research settings and into
a space where their particular body concerns are not shared. The spaces,
both physical and virtual, where they meet become spaces in which their
narratives are presented for public articulation; for example, QSers meet in
person at local groups as well as at yearly national and international conferences, and they also present their findings on the virtual space of their
home page. Here I want to concentrate on how that site exhibits QS practice to digital subjects. The QS website and its embedded videos comprise
an exhibition space, where, to quote one scholar on technology design
exhibits, “the meaning of a technology . . . is narrativized for a particular
audience, one that comes already prepared to make connections between
the current moment and the future-on-display.”28 In addition to the visuals
that exhibit their mode of being to a digital audience, we can consider as
well how story and narrative are conceived in relation to that exhibition.
QuantifiedSelf.com uses the mediated genre of knowledge presentation and communication typical to modern Western organizational context, the digital presentation. Posted to the QS website, these presentations demonstrate and embody being a certain kind of biodigital subject:
one that uses digital slide presentation software (e.g., PowerPoint, Keynote, Impress) to convey its stories.29 In his study of the slide presentation
as a genre, Hubert Knoblauch argues that the use of presentation soft-
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ware constructs a relationship among media (the screen, the projector,
the pointer, the laptop), presenter, and audience that is vital to how information comes to be seen as meaningful, due to the relationship established in that presentational locus. The entire presentation is a communicative act that becomes “a frame that indicates ‘knowledge.’”30 Many slide
presentations on the QS website employ a style known as Ignite, in which
slides auto-advance every fifteen seconds and the presenter is expected
to have memorized the spoken component. Ignite presentations are very
much situated within a tech culture framework, familiar to audiences who
attend TED Talks and other tech conferences; using this style of timed
presentation indicates the specific tech culture habitus of QS members.
There is a genre that has been established that structures most QS presentations, which answer the following three questions: What did you
do? How did you do it? and What did you learn? The project’s enactment
as a slide presentation therefore frames the study as a form of knowledge
production, and the tripartite narrative structure that shapes presentations contours this mode of study as objective knowledge, stated within
an elaboration of barebones facts that, it is implied, have not introduced
subjective or normative interpretations. Anthropologists have argued
that this narrative structure “produces and supports co-existing value sets
that emphasize both the self-discovery and technological development
facets of self-tracking,” which then supports the accrual of social capital.31
What still needs analysis, however, is how these narratives are coded in
relation to ability, race, and gender: in other words, whose self-discovery,
mediated by data practices, is narrated for us?
Such knowledge production is associated with the specific bodies that
speak, pace, and perform themselves as visual proof of what the slide presentation describes. Because so many presentations concern how a subject
has performed some kind of self-rule, knowledge becomes associated with
the achievement of self-mastery, couched within the other characteristics of the performative bodies—their skin color, their modes of behavior.
These cement a certain imaginary of which kinds of bodies and what kinds
of behavior are suited for participating in this biodigital public. In the site’s
early years, most QS videos presented men, predominately pale-skinned,
although some were East and South Asian men. (Recently there have been
more videos that feature women, although proportionally speaking, men
still predominate.) QS speakers always speak English, most of them American English, some with European accents. There are few African Americans or Hispanics.32
These performances thus are instituting a script33 for biodigital sub-
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jects in which digital self-tracking is associated with whiteness and with
being Western. That script is the performance of a body and mind exercising cultural norms for the body and mind34—that hews to what Rosemarie Garland-Thomson has called the normate, “the social figure through
which people can represent themselves as definitive human beings . . . the
constructed identity of those who, by way of the bodily configurations
and cultural capital they assume, can step into a position of authority and
wield the power it grants them.”35 The normate, in the United States at
least, has traditionally been defined in a way that includes only a minority of people—white Anglo Saxon Protestant middle-class heterosexual
able-bodied men—but it is also an imaginary ideal associated with the
self-determining, self-reliant liberal humanist subject. Even as QS projects
sometimes refuse the cultural designation of deviance meted out to their
disabilities, nevertheless the projects themselves are oriented toward just
this ideal. In fact, one could argue that in the context of today’s fetishization of technology and technologists, QS is redefining the normate for our
digital health era as the person who, no matter his or her gender, sexuality,
ability, and so forth, fulfills the ideal of the self-determining and self-reliant
agent through technologies of the self. What is particularly intriguing is
the model of behavior used by QSers as they present their studies, because
this model becomes associated not only with QS practice itself but with
the Silicon Valley lifestyle that they exhibit (and, due to its allure for those
wishing to succeed within US technocapitalism, model) for site visitors. In
the many years I have visited the website, studies generally have fallen into
the following categories: (1) optimization by people considered healthy; (2)
optimization by people among the worried well; (3) management of conditions designated illnesses, disorders, or disabilities; (4) and, loosely, ludic
projects that represent self-tracking as a mode of play or otherwise break
with representing data through expected rhetorics of logic. In what follows
I discuss posts from the first three categories; in the concluding section of
the chapter, I discuss the fourth type of project.
QS member A.’s* study fits the first category.36 When he asked his physician to test his testosterone levels during a period when he didn’t feel
quite himself and was told they were low, he then decided to self-test testosterone levels over a year to see what factors influenced their variability. Throughout his study, A. compares his findings to those predicted in
scientific studies; in most cases they support the same conclusions that A.
eventually came to. After explaining to his audience what potential changes
*I have anonymized the names of these presenters as A, B, and C since their personal identities are irrelevant for my analysis.
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he might make to achieve optimum testosterone levels, A. announces he
has formed his own company that sells self-testing products, its first being
a test for Vitamin D levels, with a testosterone test under development.
A.’s study is illuminative on many points. First, within his presentation he
gives one probable reason he was feeling subpar—the long winter he must
endure in Germany—but argues that designing his own test and applying
his own analytic skills will produce knowledge that goes beyond received
wisdom regarding what effects physiological states.37 Second, A. is in every
way a healthy person, and he appears to fit cultural expectations for ablebodiedness. Third, A.’s study does not challenge (as many critics have) the
current medicalization of testosterone levels championed by pharmaceutical companies. Finally, this particular study begets actual biodigital innovation, providing the grounds for entrepreneurial development. A. exemplifies QS practice as a technique applied in pursuit of cultural discourses for
optimization and thus as an anatomopolitical technique, which lends itself
to medicalizing discourses and technology development.
B.’s presentation typifies “worried well” studies.38 In it, B. explains a
study he designed for his cholesterol levels, which, due to employment
that keeps him at his desk most of the day, were higher than those recommended as healthy levels. His job as a biochemist provided the means for
the study itself, as his work involves testing various devices that measure
cholesterol levels; his employer provided the impetus, when he gave B. a
recent book debunking the food pyramid. At the beginning of his presentation, B. states, “I like to joke that there are too many FitBit- [and] Jawbonelike products that monitor physical activity for Lululemon-wearing, Audidriving types, and there are not enough products for really sick people.
That’s probably because I’m headed toward being really sick myself.” The
reference to a set of specific brands alerts us to the way a habitus operates here, one in which people identify each other according to shopping
habits; in B.’s case, he sets himself off from the yuppie who drives an Audi,
wears expensive athletic gear, and uses the consumer-oriented FitBit fitness tracker, all of these associated with a socioeconomic status that allows
the yuppie to pursue a “healthy lifestyle,” while B., as a worker within an
economic structure supporting such yuppies, needs other devices geared
toward workers themselves. Yet B. does not name his workplace as placing
him on the path to being sick: rather, it is his own responsibility to ward
off that risk through a practice of responsibilization and governmentality.
When we consider B.’s project through a disability studies lens to consider how debility is put to work for capacity, it becomes something quite
different than simply one man’s attempt to lower his cholesterol. Instead,
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B.’s project of responsibilization performs his disavowal of the undesired
category of the debilitated—and it supplies this proof within and for
a workplace manufacturing the tools by which biomedicine enforces its
norms for health. This public endorsement of responsibilization also is a
public performance of his status as self-determining agent, and it links this
elaboration of the self to a disavowal of the sort of lifestyle choices associated with becoming debilitated. Citing his employer’s role in fostering this
study is a significant element in this disavowal, for it signals B.’s willing
enthusiasm to navigate the risks associated with his workplace. That disavowal, achieved through his self-oriented biodigital practice, signals B. as
“on the side of capacity,” to return to Puar’s term.
A third category of QS studies concerns people with illnesses and disabilities. C. is a person with Parkinson’s and head of product development
at Fujitsu Labs who quantified his symptoms in order to discover what
steps worsened and improved them. C. begins his presentation with an
image of a man with a bent back meant to answer the question, “What is
PD?” and he explains it by saying, “That’s me, maybe—no, I’m trying to
avoid that.” That image associates advanced Parkinson’s with the debilitated body—a body that is effeminized through its implied weakness and
variation from the “normal” postured body. In a side note, C. mentions that
he also contributes his data to PatientsLikeMe, but the real takeaway of
his presentation is that Fujitsu will be incorporating and expanding on his
study in order to develop new products.39 This particular QS study clearly
marks out the difference between passively contributing data to a patientnetworking site and actively spurring innovation through producing new
knowledge. C.’s study design and its sparking of innovation demonstrates
C.’s capacity to make his body do work in this era of technological innovation, locating him within capacity rather than debility.
In these talks, presenters use styles of behavior and comportment associated with the Enlightenment subject, styles that mark out certain bodies
as the rightful subjects of liberal humanism. That style is one of controlled
and calm precision, the person’s bearing and gestures attesting to thoughtful deliberation and ratiocination. In this, the script for being a biodigital
and self-sovereign subject exemplifies the “conduct of conduct” that Foucault identifies as a key manifestation of the governmentality the neoliberal
subject exercises. This governmentality through biodigital practices is then
aligned with being “for capacity”: able to do work for technoscience. The
particular manner of performing liberal subjecthood excludes other ways
of being, including those styles of behavior deemed too kinetic, hysterical, or otherwise exhibiting qualities of the nonrational. C. exemplifies the
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disavowal of such ways of being, since the study he has constructed is in
part about controlling the tremors of Parkinson’s, which have been stigmatized because they are associated with the subject who cannot exercise
self-control.
Stitched to the broader cultural arrangement where knowledge and
its production through technology are coded as masculine, QS aligns the
rational subjects in its slide presentations with masculine knowledge production. They take subjective qualities and press them through the sieve
of data, giving them the imprimatur of objective knowledge and demonstrating their governmentality, even as this is posed as freeing them from
the sort of governing exercised by algorithmic practices online. Knowledge production through the masculine practice of scientific objectivity
achieved via technology is then aligned with the category of capacity. This
is particularly demonstrated by studies of those designated disabled, who
show their bodies doing work for capacity, acting as productive sites for
technocapitalist development. The overwhelming preponderance of the
bodies of white men demonstrating such capacity codes QS practice as
their purview.
Yet there is nothing about QS technologies that restrict their use to
men, even if the practice is coded as masculine. Although few in number,
there have been videos of female QSers since the site’s inception, and often
their studies are no different from those of men. Beginning around mid2013, there have been increased posts about women, possibly initiated by
this July 2013 post by a female QSer:
After every meetup, another woman says something to me like:
I wish we could talk about [women’s specific health topic].
I’d like to give a talk about [ . . . ] , but it doesn’t feel like it would fit in.
My tracking isn’t quantitative enough to give a talk.
If it were just women, I could give a really interesting talk about [ . . . ].
(italics in original)40





A post of June 27, 2014, announced a set of developments intended to
foster meeting spaces that are safe and comfortable for everyone (female
and nonmale-identified), including an antiharassment policy, a code of
conduct, and three women-only meetups.41 These developments testify
to the fact that women have been marginalized within this culture, and
that male perspectives have thus far defined the grounds for the inventions sparked by QS practices. For those familiar with feminist stud-
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ies of technology and science, this will come as no surprise. Scholars
in these fields have long argued that the low numbers of women in
STEM fields have meant that male perspectives generate not only what
objects are studied but also the conceptual frameworks used to study
them. In the case of technology development, feminists have argued
that designers have historically used themselves as proxies for the enduser, thereby employing an “I-methodology.”42 Gendered assumptions
about technology use are often inscribed into product design, since the
designer envisions the technology being used according to male activities and interests.43
The above poster’s comments indicate that, thus far, it has been men
who have in significant numbers defined the terms of QS studies and their
design, and thus potentially set the terms for QS tool design as well. Still,
the biodigital subject is an inclusive position, and women have been occupying it all along, in enough numbers now as to demand that the group
acknowledge what in its culture may be inhibiting their full participation.44
Certainly it will be interesting to see if this has an effect on QS culture
and practice.45 Nevertheless, representation in this community will not
change the practice itself, nor the meaning it attributes to technologies of
the self, to self-determination, and to freedom from external algorithms.46
QS practice remains an inscription of the self as a self-surveillor, engaged
in masculinized practices of neoliberal self-management and distinguished
from the typical exploited digital health subject.47



Even as QS practice appears nongendered, visualizations for its consumeroriented devices are heavily gendered, raced, and classed. In this section, I
examine specific aspects of these products: how their use is visualized, who
is visualized using them, and who is measured using them; and therefore
how specific bodies are enrolled in providing the data that is turned into
information about health and illness. In other words, this section considers
who is represented incorporating these products into their lives, and what
lifestyle is, in that representation, associated with their use.
The first tool is Scanadu. It serves as a premiere example of biodigital
tool design, for it is being integrated into the institutional spaces forming to advance medicine into its digital health era: Scripps Translational
Science Institute is running a clinical trial dedicated to discovering how
people use it, and whether that use might be able to cut health care costs.48
The trial is focused on diabetes, hypertension, and heart arrhythmia, and,
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as a Scanadu press release describes it, “This first baseline study will help
design future controlled studies, and will be designed to empower adults
via a Scanadu Scout™ to yield optimal blood pressure.”49 The design of
this study, in other words, is framed as empowerment from the outset.
Scanadu has partnered with Scripps for this study specifically because
Scripps has the biomedical research infrastructure necessary to make sense
of the data that its first set of crowd-funders will gather and which will allow
its designers to set a baseline for “norms” for physiological data. While we
cannot know for sure who is included in that initial set, this fact brings us
back to concepts central to disability studies: whose bodies are being measured, and how does biomedicine determine what aspects of bodies should
serve as the norm against which other bodies are compared? If, as we know
from multiple studies of gender and race demographics in programming,
engineering, and other technology industries, it is quite probable that Scanadu’s crowd-funders are primarily white men, then we have another situation in which white male bodies are being used as a universal template.
However, without access to that data, another way to approach the issue
of gender, race, and the imagined social world of these technologies is to
examine how they are visualized. The video advertisement for Scanadu
shows two parents in a living room, worried about spots on their child’s
body. Here we have a white heterosexual couple, with a father who speaks
in an Australian accent; the narrator of the advertisement speaks American
English, suggesting the expectation for a customer base in these first-world
countries. Their living room is well appointed, with a large HD television, a glass coffee table, a luxurious rug: all the signs of being well-off.
Their child, shown later in bed, appears to have her own dedicated room,
again indicating the family’s wealth. The advertisement shows typical gender roles: in one shot the mother holds an iPad while seated on her sofa
and receives information that her daughter needs an immunization, then
schedules the appointment; in another shot the husband walks into what
appears to be an office, briefcase in hand, and consults his app and Scanadu
to check his vitals.
Nuanced as it may be, nevertheless this rendering presents us with a
stay-at-home mom and a husband out in the world, earning the family’s
keep. Perhaps there is nothing all that strange about this advertisement, for
it simply accurately represents the imagined lifestyle of the class of people
for whom it has been tailored: those with the time to self-educate, with the
money to purchase consumer health products, and with a certain attitude
toward digital devices that sees them as beneficial components of everyday
life. It is difficult to imagine the working single mother of three incorporat-
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ing Scanadu into her life, even should she have the funds to purchase one, so
why depict her using it? Still, each visualization further cements a particular
imaginary of who occupies the position of self-sovereign digital health subject, and for that reason, if no other, this advertisement is important.
Scanadu is not the only crowd-funded or QS-associated device hard
to imagine being used outside its specific social location; and indeed, the
fact that these devices are always marketed to a specific social location suggests their developers too have troubles imagining alternate uses for them.
In advertisements for Melon, a headband that measures brain signals as
an indicator of focus, a more ethnically diverse group of users appear—
there is one African American man, and out of two women, one is ethnically ambiguous, the other white. All are engaged in an activity or with a
device associated with an upper-middle-class lifestyle.50 The man works on
an Apple computer, his monitor supported by books whose titles indicate
he is in a creative industry; his surroundings are empty of other people,
which implies he works without supervision or coworkers; a woman practices yoga; another uses the Melon while reading.
Melon, even as it imagines a multicultural set of users, still visualizes
the technology being used within specific social locations that define working in the culture industries of today’s high-tech world, and it visualizes
these uses as associated with an inward-oriented gaze directed at governing
the subject. Like Scanadu, Melon promises it will ship with a feature specifically for designers who want to customize it, and it remains to be seen
whether such customizations will fall outside the lifestyle behaviors shown
in its advertisements. For example, could the Melon be oriented outward,
to measure how conditions of precarity destroy the ability to concentrate?
Even so, would such an outward-facing orientation produce anything
along the lines of collective action against those conditions?
Let us look at just such an outward-facing tool. This crowd-funded
device, called Scarab, gives its users information about pollution and toxic
threats in their immediate vicinity, “a digital nervous system that empowers you to see invisible health threats.”51 Little, though, of this information
is gathered or given in order to build a broad-based coalition that could
join environmental groups that advocate for changes to EPA regulations
or to local or state environmental laws. Instead, both its published materials and the video on its Kickstarter page couch its use along familiar risk
and responsibilization discourses. Its visuals also imagine its future users as
white: almost every person shown actively using the device is white. The
one shot that is filled with people of color depicts what appears to be the
workplace in which the Scarab is being designed and produced—in other
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words, Scarab is built by people of color, who labor to create the tool envisioned as useful to white people. The lifestyle it promotes, in other words,
or that it makes safer is one associated with people of privilege; that is the
group most easily envisioned as fitting into these technological cultures
of capacity. Structural racism is reified in these multiple layers of design,
visualization, and future incorporation, for they allow particular kinds of
humans—those with the financial resources to purchase these objects—to
better navigate a world in which their privilege already protects them from
the sort of environmental harms meted out on communities living in situations of precarity.

isfitting and Debility











If it has seemed that the humanities and medicine fields have dropped out
of this chapter, it is in part because the future that QS is working toward is
one in which individuals manage their heath, potentially with little input
from clinicians, and in this sort of future, the humanities and medicine
fields will have much less work to do. It is digital devices, in these settings,
that will do the witnessing, and physicians will need to hone their abilities
to work alongside patients in interpreting the data narratives these devices
produce. If that is the case, the fields could do better work at helping physicians understand the politics of these artifacts—in particular, the politics
of health they enact. Here, I look at the work of a visual artist to explore
the concept, drawn from disability studies, of misfitting. This concept is
particularly relevant to the topic of this chapter due to the predominance
of the health tracker called the FitBit. Although the device’s name is generally taken to refer to using a tool in order to create a “fit” body, one might
understand its name aslant, as gesturing to a mode of living in which its
user learns to “fit” him- or herself to a world of bits—and bytes. If we
consider this tool as a method by which biodigital subjects are learning
how to inscribe themselves into the digital health future, we might then
also consider it in relation to disability studies scholar Rosemarie GarlandThomson’s notion of the misfit.†
Garland-Thomson explains fitting and misfitting as





†Garland-Thomson’s concept is particularly revealing because there is a digital health
company called Misfit Wearables. It markets upscale, luxury fitness and sleep tracking devices,
its name, from what I can gather, meant as a comment on the fact that it is different from the
FitBit. Within tech culture and fitness consumer wearables, the kind of misfitting GarlandThomson describes is seemingly inconceivable. See http://misfit.com/
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an encounter in which two things come together in either harmony
or disjunction. When the shape and substance of these two things
correspond in their union, they fit. A misfit, conversely, describes
an incongruent relationship between two things: a square peg in a
round hole. The problem with a misfit, then, inheres not in either
of the two things but rather in their juxtaposition, the awkward
attempt to fit them together. When the spatial and temporal context
shifts, so does the fit, and with it meanings and consequences. Misfit
emphasizes context over essence, relation over isolation, mediation
over origination. Misfits are inherently unstable rather than fixed,
yet they are very real because they are material rather than linguistic
constructions. The discrepancy between body and world, between
that which is expected and that which is, produces fits and misfits.52



















For Garland-Thompson, misfits are productive politically, as the moment
of misfitting itself often provokes a recognition of the “relational component and fragility of fitting.”53 We might consider the stories and narratives that our data are supposed to be telling as composed in order to
fit—square pegs made for square holes, as it were. Indeed, QS member
C.’s project (and the many others like it) is an attempt to take a misfitting
and to make it fit into the world of bytes, to transform the actual misfitting into a virtual fit.
Fitting, as Garland-Thomson’s explains it, bears a marked resemblance
to “flow,” a high-currency concept in tech circles. Technology engineers
and software coders aim to institute flow in their systems: with APIs, for
example, the interface at which hardware and software couple, programmers seek a join that enables smooth transfers of data.54 The rhetoric
around data visualization too is of flow (e.g., on a site that QS.com often
cites as a guide for good data visualization practices, called FlowingData55).
With flow, designers aim to get the technology or code (hardware and
software) out of the way, allowing data a state of liquidity and free entry
and exit. These concepts are based on a conception of data as an accurate
and stable record, the “dataset” a value-free entity that registers nothing
more than measurements taken, those measurements themselves objective
reports about the body’s material (in the case of biodigital datasets). Yet,
as recent theorists have explained, it is not accurate to posit that material exists independently of the devices that measure it—that the body and
the devices measuring it do not produce something in their intra-action.
Instead, the intra-action itself produces phenomena. Taking account of
intra-action as it occurs in biodigital devices troubles the concept of flow,
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exposing how much work goes into ensuring flow—or, to bring this back
to disability studies, to ensuring that there is no misfit.
The term intra-action is used by physicist and feminist philosopher
Karen Barad, who brings the work of Niels Bohr into contact with Foucault and Judith Butler to account for how matter comes to be inscribed
with discursive constructs.56 In Barad’s account, instruments used for
knowledge production (scanning tunneling microscopes, MRI machines,
SNP chips—and, of course, tracking devices) perform exclusionary practices, for in order for the particular measurement they make to have meaning they must mark out a frame that defines the limits of intelligibility. The
significance those measurements hold only obtains through their ongoing articulation within systems that establish their normativity: there is
nothing inherently “normal” or “natural” about them. It is through ongoing enactments of measurement that phenomena are brought into being,
through a process Barad calls intra-action. Both the material measured and
the instrument itself undergo change during their intra-action, as both are
brought into being (into mattering), or endowed with significance, during their intra-action. For Barad, “apparatuses are not mere static arrangements in the world, but rather apparatuses are dynamic (re)configurings of the
world, specific agential practices/intra-actions/performances through which specific
exclusionary boundaries are enacted”57 (emphasis in original). This means that
apparatuses are also never fixed; instead, they are constantly undergoing
rearticulations and reworkings, as new practices retool them, or as they
intra-act with other apparatuses and with new phenomena (such as histories, cultures, or new laboratories). The apparatus is constantly shifting too.
While Barad develops this theory in light of scientific practices and
laboratory procedures, her insights are useful in accounting for measuring devices strapped to the wrist, worn around the chest, or swallowed as
ingestible pills. In particular, her ideas instruct us to consider what tracking devices bring into being as they measure, what their intra-actions do
as they pull and push the material of the body through various refractory
methods of measurement. A Foucauldian analysis sees these devices as
inscribing capitalist modes of efficiency in QS practice, where the device’s
data is ultimately gathered to exercise disciplinary health norms; it does
not get at the deeper issue of how, out of that torsioning of instrument
and body, something is left out of the frame, thereby limiting what it is
that comes into intelligibility. For the intra-action between instrument and
body produces the body as itself measurable, the data used to represent
its biochemicals indicative of those measurements, and all of it prepared
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for ongoing interpellation through digital and medicalized architectures.
Barad writes that “[m]eaning is not a property of individual words or
groups of words but an ongoing performance of the world in its differential intelligibility. In its causal intra-activity, ‘part’ of the world becomes
determinately bounded and propertied in its emergent intelligibility to
another ‘part’ of the world.”58 In QS practice, where each time a certain
property of the body is marked out as notable for measurement, that property is made intelligible—and marked out as having importance—for some
other “part” of the world. A collection of electrical impulses intra-acts with
a heart-rate monitor to become meaningful, then gains significance once
it intra-acts with Western health care, which accords it certain meanings
around risk, then prescribes treatment accordingly, that treatment then
leaving its effects on the body. Or molecules in some concentration in the
bloodstream intra-act with a centrifuge, the measurements thereby ascertained made intelligible through comparison with references for normal
and abnormal ranges, those numbers then “read” as indicating some kind
of treatment.
Barad provides us with another way of considering those molecules, for
she continues: “Discursive practices are boundary-making practices that
have no finality in the ongoing dynamics of agential intra-activity,”59 or, in
other words, they are not fixed practices but rather, through their ongoing
intra-activity, changing as well. The agential cut that apparatuses make—a
cut of measurement, where measurement signifies the process by which a
cause and an effect are separated out from each other—is an exclusionary
process, and in this, intra-acting is constraining. Yet it is not determining,
and this, for Barad, means it enacts a limitless futurity. The field is wide
open for humans to make agential cuts: to recalibrate, reorient, or rehack
their apparatuses in light of different cultural or social needs, for example.
Those intra-actions will bring new phenomenon, new bodies, new material
into being. And the field is open too for moments of misfitting to engender
new political recognitions.
With this helpful account of how discursive practices get inscribed on
matter, and where agency might play a role in all of this, we can consider
the possibilities for these tools to engender something else—that they
might separate out and mark other relationalities for measurement, ones
not as familiar to their particular biodigital habitus. To get there, let us
consider the work of a creative artist who has taken up self-tracking as the
subject of her work, and, by way of her own instruments—a laser-cutter, a
saw, her eye—intra-acted with “biodata” in ways that suggest new relation-
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alities. These intra-actions are defined, throughout her installation, by the
introduction of moments of misfitting—when friction has entered what is
supposed to be the scene of the smooth flow of data transfer.
Laurie Frick, an enthusiastic self-tracker, arranges her daily tracking
data into mixed media installations and mixed media collage/paintings.60
The aesthetics of these works recall those of abstract artists, from Piet
Mondrian to Mark Rothko to Gene Davis, whose works foregrounded
arrangements of color and refused traditional forms of visual representation based in conventions of realism. Looking at her works without the
benefit of the accompanying artist descriptions, the viewer would not necessarily think that they were visualizations of self-tracking; rather, they
might be seen as playful experiments with color and shape (fig. 1).
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Fig. 1. elf-tracking data configured as visual art. aurie Frick, 2011, “Daily ctivities of
F.” 4 ft × 4 ft. Cut eyeglass boxes, adhesive on panel. xhibited at dward Cella Gallery,
os ngeles, California.
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Fig. 2. triated blocks belie the smooth surface. aurie Frick, 2011, “Daily ctivities of
F (detail).” 4 ft × 4 ft. Cut eyeglass boxes, adhesive on panel. xhibited at dward Cella
Gallery, os ngeles, California.









Some display a crafted look that emphasizes the handmade labor, the
human touch that goes into cutting, arranging, painting, and framing.
“Daily Activities of LF,” for example, does not employ clean corners or
entirely straight joins between the separate rectangles that make up the
piece; a detail from it reveals that some of the elements composing it jut
out from the frame (fig. 2).
Another installation, “Quantify-Me,” uses countertop tile samples for
the “Moodjam” displayed on the walls. These machine-cut tiles produce
smooth joins, their edges easily lining up in symmetrical formation; the final
effect emphasizes not the materials used, nor the artist’s work in arranging
them, but rather the impression constructed by the overall dynamic shifts
of colors across a visual field. However, blocky forms placed in front of the
wall installation forestall an easy approach to the work, introducing a kind
of “friction” to taking the work in visually (fig. 3).
Another part of the “Quantify-Me” installation uses laser cut drawings to fill the room with shapes that evoke machine-produced punch
cards, an earlier era’s version of today’s computers, or, in their lightness
and seeming insubstantiality, visual screens themselves (fig. 4). Although
cut using a laser, and therefore bearing the etching of technology, the
shapes still are not regular, nor do their outlines use perfectly straight
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Fig. 3. Friction in the approach to data representations. aurie Frick, 2012, “ oodjam.”
hotograph by Rino izzi. 9 ft × 36 ft. bet aminati samples. xhibited at Women and
heir Work Gallery (W& W Gallery), ustin, exas.
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Fig. 4. aser cuts emphasize the interactive work of human and machine. aurie Frick,
2012, “Quantify-me.” hotograph by Rino izzi. pproximately 35 ft × 35 ft × 10 ft,
hand-drawn lasercut 300 lb rches paper. xhibited at W& W Gallery, ustin, exas.
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Fig. 5. “ ometimes the self-tracking data . . . falls apart.” aurie Frick, 2012, “Quantifyme.” hotograph by Christine Rasmussen. pproximately 35 ft × 35 ft × 10 ft, handdrawn lasercut 300 lb rches paper. xhibited at W& W Gallery, ustin, exas.









lines, and they therefore emphasize the cut itself. As well, as they have
been cut by a laser machine (a machine that follows instructions provided by the artist’s drawing), these cuts can be said to mark where human
and machine meet, to leave traces of the interaction between human and
machine. In one section of the installation, a pile of rubbish, composed
of laser cut-outs, sits on the floor (fig. 5); in the artist’s words, this messy
jumble signifies that “sometimes the self-tracking data senses a problem,
and it falls apart.”61
It is unclear what the artist means by “the data senses a problem,” but,
since the other way to understand “Moodjam” is about not just “jamming”
in the sense of freeform music explorations but also as “jamming up,” “the
data [fall] apart” suggests a crisis to the system, a breakdown, an inability
of data and the visual or machinic systems used to represent them to do
their intended work.62 Considered in its entirety, the installation appears
to fetishize self-tracking by aestheticizing the data it gathers—by creating
a representation of data that is aesthetically pleasurable (rather than, say,
informative). In this particular part of the installation, however, there is a
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suggestion that fetishizing data occurs in order to ignore or to sweep away
what is messy, wasteful, illogical, awkward, broken—the debilitated human
body, for example, or its multitudinous qualities that exceed our systems of
representation and the norms they institute. Even, perhaps, without articulating it, this segment contains a latent crip perspective, an acknowledging
that able-bodiedness is compulsory and that the devices designed to institute it are always working to ensure its standards are met, and that even
so, some elements of bodies and minds will overwhelm the interfaces that
would couple them to machines.63 After all, “data fall apart” when there
is friction in the system, when something jams and flow is interrupted. It
is in this that Frick’s works, although they aestheticize QS practice and
therefore convey it through the language of the fetish, also indicate its
limits. Showing us that projects to quantify, then represent, our bodies and
minds are always the work of arranging, directing, and interpreting, with
the potential, through cutting, to confound the system, her art allows us to
consider the work that humans, as agents, perform in the design process,
which is itself also a process of marking out meaning.
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In the 1990s, cybersurfing, the term popularly used to refer to navigating the
chaos of the Web, connoted a pleasurable traversing of a tidal flow. That
term has fallen out of usage, replaced by the search and, more often, Google.
This terminological change indicates our different era of navigation, when
the process is directed so as to avoid that fluid, chaotic morass and when
one particular company’s service has so come to dominate navigating the
Web that the colloquialism for navigation names the company itself.1 And
Google has plans to dominate all the major platforms and software services,
not just search; the company has introduced service after service for every
aspect of our computational lives—Google+, for social networking; Gmail,
for email; GoogleDocs, for collaborative word-processing; GoogleHealth,
for personal health records; and so forth. Google’s dream of dominance is
a dream not of chaos but of control: control over the tidal flow that forms
the pool of our communications, otherwise known as big data.
As Google’s additional platforms and services have expanded its field
for data capture, it has gained a unique power to gather and warehouse data
about people’s bodies and minds. In addition to its email and other services
that allow for behavioral and data profiling, Google is one of the Internet’s primary providers of data analytics to other businesses, its Google
Analytics used almost ubiquitously throughout the Web, which means it
is accumulating massive stores of data about our browsing behavior. More
recently, Google reorganized its operations under an umbrella company
called Alphabet. This allowed it to define a set of corporate entities, each
103
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with its own methods of valuation, and two of them—Calico and Verily—
engaged in life sciences endeavors, one of those called “life extension techniques.” Those entities have thus far partnered largely with pharmaceutical
corporations, and Google clearly sees Verily’s future to be in biomedical
development. We cannot be sure of what information is shared between
the various arms of Alphabet—between Google that gathers big data from
our online communications and Verily and Calico as those companies
research health—but the proprietary nature of Google’s data gathering
means we can’t know, and that such sharing could well be going on.2 Additionally, since Google and its related corporate entities operate through
projections about future development, while we cannot know how datasets
accumulated across its services might be conjoined in future endeavors, it
is safe to presume they will be. It is clear, from Google’s 2008 introduction
of GoogleHealth, a personal health records platform that was ultimately
discontinued, that the company understands the value of connecting health
records to the behavioral profiles it constructs via its email service, webbrowsing tracking, and social-networking site.
Google’s various platforms as well as its business endeavors function
within biocapitalist logic, where the intention is to transmute our communications into value for biocapitalism now and in the future. In this
chapter, I am focused on that part of biocapitalism established out of the
attention economy and big data logics, and I begin by discussing the relationship between those logics and Google because the search engine plays
a central role in both. Our Internet era is ruled by algorithms and media
monopolies that are both driven by and drive an economic logic of attention. These economics affect what narratives about health and illness grab
our attention—and are pushed into it—online. This chapter scrutinizes
how the attention economy mediates the voice of the patient today, using
the breast cancer narrative as its focus.
Since Lisa Cartwright’s pioneering work on the visual culture of breast
cancer activism, scholars in literary, media, and visual culture studies have
evaluated breast cancer narratives using conventional cultural studies
rubrics, assessing what cultural discourses about physical appearance, gender norms, and biomedical approaches to the diseased body they support
or challenge, with an often implicit, though sometimes explicit, goal of
figuring out what aesthetic tactics best challenge dominant norms for the
female body.3 In this chapter, I argue that such assessments must contend
with how algorithmic sorting and platform regulations affect what is published and its subsequent visibility.4 As recent work has shown, algorithms
are not neutral mathematical equations but rather embed existing struc-
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tures of discrimination, systems of cultural and social capital, and modes of
governance into the virtual realm. Platforms too, albeit their claims to neutrality, regulate expression through the policies they implement.5 These
policies, the product of economic imperatives, work in tandem with communicative biocapitalism to shape how breast cancer and its politics are
made visible online.
One of this chapter’s key interventions is into a strand of Internet health
studies—and Internet studies more generally—that still assumes the Internet allows a multiplicity of stories and discourses about health and illness
to proliferate.6 It is certainly true that platforms for individual expression,
especially blogs,7 allow users to represent their experiences how they want,
affording them the space to resist hegemonic discourses around health and
illness, but there is also ample evidence showing that people’s online contestation is challenged as their peers and even the structure of platforms
themselves pressure them to fit their narratives into hegemonic cultural
scripts.8 Additionally, disability studies scholars have shown that “cultural
validation and other social forces shape . . . accounts of illness and disability.”9 This should make us pause to think about how entering digital health
communities affects people’s freedom in narrating their experiences. Once
we understand that algorithmic sorting and platform regulation determine
what scripts Internet users are exposed to, it becomes more urgent that we
seek out what tactics might be available for ensuring alternate narratives
can circulate outside of biocapitalist logics.



The financial stakes of breast cancer are high. As Jane Zones puts it, breast
cancer has become the site of entrepreneurial activity, “a means to create
wealth. . . . Cancer has many profit centers—detection, treatment, prevention, and even advocacy. Commercial ventures seek to increase their
share of available dollars in a number of ways, including the introduction
of new products or services to the marketplace, making claims for products that exaggerate their benefit or minimize their risk, expanding the
market by creating demand, and cornering the market by reducing competition.”10 According to historians of breast cancer and its treatment, this
strategy is exemplified by the emphasis on early screening that began in
the 1970s under the efforts of the American Cancer Society (ACS) and the
National Cancer Institute (NCI). While ACS promoted early screening to
the public using the message that earlier detection increased survival rates,
much remained unclear about whether what was being detected necessar-
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ily would develop into invasive cancer; furthermore, the benefits for premenopausal women (the target market of early detection) were unclear.
The aggressive promotion of early screening therefore created new markets and indeed, may have been spurred on by market logics. Some assessments of ACS note that its function seems to be one of generating panic in
the public while also reassuring the public of advances in medical science,
thus astutely guaranteeing more donations for its advocacy efforts.11
Even with the development of new treatments, from pharmaceuticals
to ever stronger imaging techniques to genetic screening, the rate of death
has only modestly decreased. Many experts think that research should be
focused on preventing cancers, rather than on developing additional technical solutions. There are many reasons to act on existing knowledge about
the environmental links to cancer and to study them more—in particular,
the toxic and chemical pollution that corporations manufacture and release
into the world around us—but the discourse about environmental pollution has been silenced in the deluge of funding for and attention paid to
research into genetic associations and new treatments, as well as through
nefarious but typical ghost-writing practices in academic journals.12 The
incentives for this discourse to be pushed out of public awareness are large
indeed: the very chemical corporations responsible for the release of carcinogenic materials into the environment also produce some of the most
profitable cancer treatments, namely tamoxifen. Most disturbingly, the
company that manufactures tamoxifen, AstraZeneca, maintains the rights
over all advertising materials related to Breast Cancer Awareness Month
(BCAM), which happens during October, when it becomes nearly impossible to avoid seeing pink saturating every consumer context in the United
States. Not surprisingly, that advertising material never includes information about environmental pollution as a possible contributing factor to
cancer nor about the need to fund research on it.
Activists in the past two decades have developed terms such as “pinkification” and “pinkwashing” to refer to these practices. The pink ribbon
gained prominence when Estee Lauder and Avon cosmetics sold products
adorned with the ribbon in the early 1990s,13 and its presence either indicates that a portion of proceeds will be donated to breast cancer research
or is meant to encourage awareness of the disease. For activists, the ribbon represents the ultimate irony, since many of the products it adorns
either contain carcinogens or are manufactured with carcinogenic producing processes. Breast Cancer Action (BCA) is the most well-known activist
group involved in efforts to resist pinkification, to encourage awareness
about the lack of regulation on pollution, and to advocate for such regu-
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lation.14 Aligned with anti-pinkification efforts are other forms of breast
cancer activism that resist the relentless focus on positivity in much breast
cancer rhetoric (a positivity that can become oppressive for those who feel
otherwise); on survivorship (which obscures that cancer can always reappear and denigrates those who do not survive); on “the cure” (rather than
on regulating pollutants); and on informing women how to navigate risk
(rather than addressing how the environment may contribute to that risk).
BCA has devised a number of social media campaigns with the goal of
penetrating the blanket of breast cancer messaging emanating from such
large foundations as the Susan Komen Foundation and the Avon Walk,
among them, the “Think Before You Pink” campaign, which asked people
to consider four questions about breast cancer organizations and events
before participating. Initiated in 2002, over the years the campaign has
used a variety of social media methods, including a hashtag on Twitter,
other social-networking platforms, and a dedicated blog on BCA’s website.
Their #ThinkBeforeYouPink hashtag campaign on Twitter was a foray
into the attention economy, one that used a memorable slogan to draw
people’s attention to and make visible a particular message. In digital networks, visibility is governed by algorithms that determine what appears on
our screens. Central features on social-networking sites and search engines,
they are justified by platform developers as necessary to handle sorting an
otherwise chaotic deluge of messages and links. The search engine is the
key entry point for US Internet users into the Internet, now set as the
default home page on many browsers (a feature that both recognizes its
centrality to accessing the Internet as well as reproduces that centrality),
and therefore the search engine algorithm is a primary node through which
visibility is governed. Analyzing how it functions illuminates the economic
logics that underlie central features of the Internet and how they affect
what messages about and rhetorics for breast cancer circulate.15
Google is the most-used search engine, making it the primary gatekeeper to information and visibility.16 Since most Internet users only click
on the top ten results,17 the algorithm Google uses to rank results directly
shapes what information and narratives an Internet user sees. According
to the algorithm’s developers, assessing how many other websites link
to a website is a rough estimate of “how important the website is,” and
so Google’s algorithm favors those pages with the most and best-quality
links.18 The pages with the most and best-quality links tend to be those
maintained by organizations that already dominate public discourse, since
they have bigger and better-maintained websites. Furthermore, websites
run by organizations with substantial financial resources can game the
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system through search engine optimization practices, a tactic every major
website uses. Another way of describing what the algorithm does is to
say that it reinscribes hegemony, making calculations intended to verify
“importance” that reinforce status quo structures of social, cultural, political, and economic capital. This is evident in a search for “breast cancer,”
which returns results that link to pharmaceutical treatments, major philanthropic organizations, and the government agencies that fund breast cancer research (see fig. 6). The search engine algorithm also contours which
support groups and blogs a person would encounter (see fig. 7).
For the sake of brevity, I analyze these two searches together, since their
results overlap so much. The first three websites in the “breast cancer”
search are sponsored ads that link to medical and philanthropic organizations. The top organic results in that search link to organizations (ACS, the
National Cancer Institute) that have set the agenda for breast cancer for
the past few decades; other websites in the top ten, such as MedlinePlus,
present institutional discourses. BreastCancer.org, whose domain name
(with its “.org”) suggests it is a nonprofit, appears in both searches. Komen
websites also dominate the “breast cancer support groups” search, which is
topped by a sponsored result for a for-profit treatment center. All of these
sites employ discourses of pinkification, risk, survivorship, and empowerment. For example, BreastCancer.org contains many internal links to its
shopping page, where it stocks products with the pink ribbon. Additionally,
the site offers users a cell phone app, which provides tailored treatment
recommendations. Anyone who uses that app will be providing detailed
data about their experience of breast cancer to the organization and to
the companies to which they resell that data. The terms of service and
privacy policies for both the Komen and BreastCancer.org message boards
indicate that forum posts may be data mined. All of these results, in other
words, buttress the dominant rhetorics for and economic logics of breast
cancer, and the data-mining capacities in the top results for “breast cancer support groups” illuminate that “support” is entangled with biomedical
and biocapital processes.
Certainly my particular search terms, search history, browser, and geographical location play a role in these results, although I (and my generous
colleagues) have performed these searches numerous times in various US
cities with little general variation in our results. One does get quite different results with a search for what other people, rather than institutions or
corporations, say about breast cancer on their personal blogs; figure 8 shows
a search using the query “breast cancer blog.” In the results shown, the first
organic result is “The Best Cancer Blogs of the Year.” Clicking on this link
takes one to a web page where a box at the center refreshes with summaries
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Fig. 6. Google search, “breast cancer,” ugust 8, 2017, orthern California



of cancer blogs; to its right are two large advertisements. That center box,
framed with a large banner at the top that says “Healthline,” appears to present experts’ rankings for cancer blogs, and the gesture to “health” in the
banner implies these experts may be health care professionals. Yet all is not
as it appears: Healthline is not staffed by health care professionals scouring the web to award prizes to the most insightful blogs. Rather, Healthline
is a data mining company. It has accumulated vast quantities of data about
online health-related searches, from which it has built taxonomies that it

N

A

Fig. 7. Google search, “breast cancer support blogs,” ugust 8, 2017, orthern
California

Fig. 8. Google search, “breast cancer blogs,” November 30, 2016, Dallas, TX
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then sells to other medical industrial companies so that they can, according
to Healthline, “anticipate the user’s goal.” In other words, Healthline sells
tools to companies so that they can better insert their products before Internet users’ eyes: the example they give is that their taxonomies allow search
prediction, what happens when you type a few letters or a word into a search
box and a drop-down list with suggestions for autocompletion appears. It
was recently bolstered by $14M of capital when it signed a deal with Drugs.
com to serve as its provider of targeted advertising on mobile devices.19 To
be clear, Healthline is not interested in assessing blogs: its real purpose it
to ensure its position at the top of Google’s search results, which increases
its traffic (and therefore advertising revenue) and its data about search and
browsing behavior. (It even has optimized its position in the search results
for “breast cancer”: Healthline operates the first “organic” result, MedicalNewsToday.) Importantly, it has inserted big data practices into the platform
genre for autobiography usually less determined by big data logic, blog sites
that are established and maintained by individuals. Even with a search query
meant to route around the attention economy, these results are affected by
the logic of big data industries.
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While blogs are significant as resources for articulating individual and even
resistant narratives, blogging platforms now afford valuable possibilities for
revenue generation (although there are popular platforms that resist the
trend of monetization, as I discuss below). With their ability to capture
“audience engagement,” to use industry jargon, they are often linked to
other publishing platforms. In this section, I consider the journalistic, editorial, and blogging arms of a corporate media entity, the nation’s newspaper of record. The New York Times recognized the attention logic possibilities of health and illness when it inaugurated its online Well section. By
scrutinizing how the breast cancer patient narrative is articulated in both
the print and the online version of the Times, this section clarifies how
communicative biocapitalism functions within the attention economy of
journalism today. I begin with an op-ed about breast cancer the newspaper
published that garnered significant online and offline debate. Authored by
a celebrity, the piece illuminates how hegemonic constructions of illness
are of value to new media capitalism.
As many scholars have argued, the dominant narrative for breast can-
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cer today is that of empowerment through navigating risk. While screening has been the main tactic advised for women to navigate risk, genetic
testing and prophylactic mastectomies are increasingly on the rise, and
it is into this area of increased cultural and medical-industrial interest in
genetic testing that the incident I describe here entered.20 In April of 2013,
the US Supreme Court heard oral arguments in the case of Association for
Molecular Pathology v. Myriad Genetics, Inc., in which Myriad Genetics’
patent on the BRCA gene was being challenged. (Certain mutations to
the BRCA gene are associated with a significantly increased risk of breast
and ovarian cancer, and by patenting the gene Myriad also became the
sole company that could offer tests for the mutation; they charged $3,000
for the test, which was not covered by insurance.) The case was watched
closely by diverse interested parties, among them corporations who trade
in biocapital, health care professionals, and women’s health advocates
(BCA was one of the plaintiffs in the case). Aside from the direct impact
it would have on whether or not other companies could offer the test, the
case held larger ramifications for the knowledge economy and the life sciences, since it would upend a key legal principle allowing the continued
privatization of living matter.
The New York Times closely followed the case, publishing articles about
it on its front page and in its business and health sections, in both the
print and online editions.21 At least one of those articles ranked among
the most highly viewed, indicating that those who access the paper digitally had a heightened interest in the case.22 A few weeks before the Court
issued its decision, the Times published an op-ed written by celebrity,
actor, and humanitarian Angelina Jolie.23 In that piece, titled “My Medical Choice,” Jolie detailed her decision to undergo a double mastectomy
after a BRCA test showed she had the mutation that correlated with a
significantly increased risk of breast cancer. Her aim in publishing the
piece, she said, was to give courage to other women facing a similar risk,
and she applauded advances in medical and reconstructive surgery, saying
that they caused much less trauma, scarring, and aesthetic diminishment
than they had in the past. Near the end of the piece, Jolie gave statistics
about deaths from breast cancer worldwide, and she protested the $3,000
price tag on the BRCA test, which made it prohibitive for most women.
Although Jolie did not explicitly name the Myriad case, her op-ed nevertheless entered conversations about the BRCA test, and the follow-up
responses published in the Times and elsewhere framed it as a timely
entry into that conversation.24
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Jolie’s piece served an additional end: it drove up revenue for the Times.
Like all print news publications, the New York Times suffered a dramatic
decline in fortunes with the rise of the Internet, and although a massive
loan from a Mexican telecommunications magnate rescued it from bankruptcy in 2009, it struggles to regain its historical position as the country’s
most significant news source. In digital news industry circles, it is wellknown that the Times has not been competitive with other online news sites
such as the Huffington Post, and that its management and editorial staff have
been scrambling to develop a digital strategy that will arrest the paper’s
slide while not diminishing its reputation as a source of serious journalism.
While it seems unlikely that Jolie timed her treatment or that editors timed
its announcement to coincide with the Myriad case, it is not unreasonable
to note that its timing coincided with the case in a way that was certain
to increase page views. The paper’s director of content management has
described it as a “blockbuster op-ed,” matched only by a controversial oped about possible US intervention in Syria that Russian president Vladimir
Putin wrote. That description, contained in a leaked report about the New
York Times strategy for digital innovation, is evidence at the very least that
Times staff members were closely watching how many page views the piece
generated, and that it has provoked interest in what lessons it holds for
their digital publishing strategies in the future. To help highlight how this
particular op-ed could be said to function within communicative capitalism, consider that, by my calculation, the op-ed received 53,454 direct links
on Twitter; by comparison, Putin’s similarly blockbusting op-ed received
35,257. The volume of tweets Jolie’s piece generated therefore not only
helped accrue greater value to the New York Times website; it also generated
revenue for Twitter.25 The publication, two years later, of another op-ed by
Jolie about a follow-up preventive surgery (which ends with the sentence
“Knowledge is power”) suggests that the Times has learned the value of the
patient empowerment narrative in the attention economy.26
What specific narrative, then, did this “blockbuster” disseminate?
Jolie emphasized her roles as a daughter, a wife, and a mother as they fed
her navigation of risk through what the op-ed’s title designates as a selfdetermined act of agency (“my medical choice”). It begins by describing
her mother’s death at fifty-six, and how she and her children talk about
their absent grandmother; her discovery that she carried the BRCA1 gene
mutation; her decision to undergo prophylactic surgery; and it describes, in
clinical language, the surgery itself. She then returns to her family, explaining the surgery’s negligible impact on her children and her own feelings of
womanliness, and she refers to the dutiful presence of her celebrity hus-
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band Brad Pitt, in terms that both acknowledge and minimize his status
as a sex symbol. It names the clinic where she underwent her procedures
and includes a link to its website; notes there are alternative, homeopathic
approaches; then ends with statistics on deaths from breast cancer worldwide and the prohibitive cost of the test. She both criticizes the cost of
the test and encourages women to get tested, in order that they might
experience the empowerment that acting on its results granted her. The
op-ed concludes by emphasizing empowerment: “Life comes with many
challenges. The ones that should not scare us are the ones we can take on
and take control of.” In other words, the op-ed presents a narrative about
navigating risk and about a patient whose economic status grants her the
ability to fulfill the ideal role of engaged consumer-patient, which affords
her the capability of criticizing a system that denies other women such
fulfillment.27 An accompanying drawing shows a woman with two children,
the visual image reinforcing the narrative of navigating risk for the sake of
the family.
No matter the gravitas accorded Jolie in her status as a humanitarian and the serious nature of her op-ed’s topic: her first public appearance after its publication was framed in online entertainment news as a
story about her breasts and their specularization. “Angelina Jolie’s Dress
Fearlessly Bares Reconstructed Breasts,” read one headline;28 another
informed readers that “Angelina Jolie Wears Low-Cut Camisole Months
after Mastectomy.”29 Of course, it’s not exactly insightful to say that the
entertainment press framed Jolie through sensationalist rhetoric; after
all, that is the very mode that drives its sales. What is less obvious is that
the Times piece was also drawing on that discursive field, even if it was
subdued. Its various appeals to family, motherhood, and world health statistics divorced Jolie from the usual celebrity discourses in which she is
embedded, and so the piece seemed separate from those discourses, yet
in both cases, Jolie’s breasts held the promise of generating revenue, just
as much for a staid newspaper of record as well as for news outlets seen as
trivial and gossip-oriented. In light of this, the narrative Jolie published
can be understood as a narrative premised on a broader cultural logic
that locates women’s value to markets in their desirability. This same
logic permeates the online attention economy, as the next section will
illuminate in more detail. Its significance here is that it reminds us that
the patient narrative online cannot be divorced from the visual and narrative rhetorics of advertising and marketing that surround it as well as
how the logics of those industries shape publishing platforms such as the
Times—including what they deem fit to publish. These logics similarly
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affect what its algorithms determine to be articles to recommend to site
visitors. These logics feed each other—prurient interest in a celebrity’s
breasts as well as curiosity about her health and what sort of patientconsumerism her socioeconomic status affords her.
That determinative logic of female desirability is reinforced in the
piece’s silence about another decision a woman and her treatment team
make: whether or not to undergo breast reconstruction. In coldly clinical, disengaged language, she writes, “Nine weeks later, the final surgery is
completed with the reconstruction of the breasts with an implant. There
have been many advances in this procedure in the last few years, and the
results can be beautiful.” The only potential topic of significance about
implants and reconstruction, these sentences suggest, is a fear that reconstruction techniques are not adequate enough to restore a woman to her
previous beauty. The necessary logic of reconstruction is implied in two
succeeding sentences: the first informs us Jolie’s reconstructed breasts allay
any anxieties her children might feel were their mother’s breasts to appear
different; the second is for her husband and, by implication, her audience,
as she says she does not “feel any less of a woman,” suggesting the implants
are sufficient to maintain her status within the circuits of female desirability in the image industries.
Jolie’s op-ed generated such discussion online that a cover article in
Time magazine two weeks later titled its potential impact on breast cancer
testing “The Angelina Effect.”30 Those debates centered on what seemed
to be one piece of advice Jolie was giving—that women who tested positive for the mutation should likewise undergo a double mastectomy, with
a preventive hysterectomy in the future—and experts were concerned
that the op-ed would drive increased demand for a test that most women
didn’t actually need. Some of these discussions were concerned that such
preventive treatments are part of a profit-driven industry and questioned
the advisability of recommending it under such conditions. Yet even these
additional articles and discussions do not exist outside of the attention
economy: the debate that Jolie’s op-ed stirred stoked attention economy
logics, and as it was a debate about how much patient engagement was too
much, we might summarize this ecosystem of various forms of engagements as constellating new nodes in Zones’ business of breast cancer.
As an illness narrative, Jolie’s exemplifies the empowerment narrative
that suffuses digital health and demonstrates how these two are conjoined.
Its popularity within the attention economy marks out how such narratives
function within today’s new media industries. And the narrative, after all,
says very little about—in fact, it does not mention—the majority of cancers
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that do not involve the BRCA mutation; it says nothing about the environment and pollution. While not advancing the naïve view that cancer is in
the genes, the op-ed’s absence of any other discourse supports the culturally dominant understanding that our genes, as “the master code,” hold the
answers to illness and disease, and in particular cancer. That its appearance
online plays out in relation to a media institution in need of innovative
ways to sustain itself economically bears some relation, however distant,
to the fact that revenue generation drives what is reported and how it is
reported. Both the hot topic nature of breast cancer, a health concern to
all women, and prurient interest in a star’s breasts will drive site visits; on
top of this, nothing said in the piece challenges norms in how breast cancer is approached in the public realm of discussion (a matter of individual
risk and decisions, rather than a matter indicating the need to end pollution and environmental racism), how a woman’s body is perceived as the
object of desire for the heteronormative gaze, nor in how we frame where
justice in breast cancer incidence and treatment should play out (a matter
of getting treatment to more women, rather than ending environmental
racism).31 In that sense, Jolie’s op-ed stands as an example of a coaxed narrative. Communicative capitalism affords a location from which the “voice
of the patient” can speak, but the politics of breast cancer articulated in this
location revolve solely around the patient as consumer. (It is worth noting
that the Times has since run other stories that feature women who have
chosen not to undergo reconstruction and that include photos showing
their naked post-mastectomy torsos.32)
In 2014, one year after publishing Jolie’s op-ed, the New York Times
posted to its Well blog a feature called “Faces of Cancer.”33 There, many
women—and at least one man—have posted short descriptions of their
breast cancer experiences, sometimes with photos of themselves. The paragraph introducing the page states, “We asked our readers to share insights
from their experiences with breast cancer. Browse their stories to find people like you and join the conversation.” There is a button exhorting one to
“share your story,” but the link has gone dead. The site now only appears in
archive form, but retains some of its interactive features; for example, the
main page images are all clickable and open to longer descriptions. In the
lower left corner of each description box is the phrase “Find someone like
[this person],” followed by tags that delineate the post’s content. These are
medically specific terms, such as “ER positive,” “HER2 positive,” “recurrent disease,” and so forth. These tags allow the user of the site to navigate
to the stories of other patients who share particular forms of the disease.
A reader might notice already a certain similarity to patient-networking
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websites—the rhetorical exhortation to “Share your story!”; a reliance on
homophily (finding similar, rather than dissimilar, people); the rhetorical
trope of “join the conversation.” In that the Times does retain data profiles
and re-sell browsing behavior information, it shares with patient-networking
websites a communicative capitalist logic in which those people who post
their stories provide free labor to the site, as do those people who read the
stories themselves. What distinguishes the feature from patient-networking
sites are two logics shaping the solicitation and graphic ordering of these
patient narratives: its emphasis on visual narration; and the Internet practice known as curation. While the Times already emphasizes visual storytelling, their Report of the 2020 Group (another report on digital strategy)
argued that their storytelling needs to become even more visual and notes
that “Faces of Cancer” has been one of its most active spaces of community engagement.34 Clearly the section’s emphasis on visual storytelling helps
increase that engagement. At the same time, it is clear that “Faces of Cancer”
draws on the Internet rhetoric of “curation”—which refers to selecting content, but that evokes the high culture practice of museum curation and connotes the selectivity of taste cultures. Both because the Times already holds
cultural prestige and due to a tasteful visual aesthetic that sets it apart from
other aggregated patient narrative databases, the section draws on its readership’s sense of uniqueness and value. If much of the rest of the Internet is
littered with privacy violations, fake profiles, and targeted advertising, at least
the Times will present “authentic” narratives seemingly unaffected by such
exploitative practices.
This sense of a documentary project of contemporary breast cancer
experiences that is part of a larger project is highlighted in the repetition of
the phrase, “join the conversation.” That phrase is used without additional
clarification, offered in a way that suggests its authors think its meaning
will be self-evident. But of course, that “conversation” could be anything:
it could be the sort of conversation that happens in support groups and in
intimate relationships; it could be the more activist-oriented sort of conversation that happens between patient advocates and medical organizations; or it could be political conversation that occurs when groups like
BRCA agitate for an ignored and underfunded tactic for fighting breast
cancer. That ambiguity is, I would argue, central to how the site engenders participation, through its subtle evocation of a public that coalesces
through the conversation its members have, no matter what the conversation actually is, and of a uniquely crafted and curated one.
No doubt scholars in a variety of humanities and health related fields
(including disability studies) will find the “Faces of Cancer” feature of
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interest, for it offers much to consider by way of life writing, visualizations
of breast cancer, difference and illness representations, narratives about
caregiving, and so forth. But I am interested not so much in the narratives
themselves as in the entirety of the interface, or rather, both the visual
aggregation of multiple stories that sits at the center of my browser and
what frames it. In my case, I have options in that frame to navigate to the
New York Times crossword (with the tantalizing, all-caps imperative, “Play
the crossword”), the home page, a menu of sections, the search box, the
Well section itself, or its Facebook page and Twitter account—in other
words, a frame inducing additional engagement with other areas of the
Times that visually reminds that this is the Times. These particular affordances for external navigation shade these narratives as tied to a broader
documentary project of prestige journalism, but they are also inducements
to comment on the story and to share it—as the Times Report of the 2020
Group puts it, to create “network effects[,] the growth engine” of successful Internet sites. Much like in patient-networking websites, a feminized
culture of sentiment is profitable for the platform owners, while it additionally gains a sheen of the political, joined as it is to a platform culturally
coded as a key player in the public and political spheres.











Having thus far examined one of the Internet’s central structuring technics of visibility (the search algorithm) as well as how a corporate media
platform’s economic logic affects both what is visible and how it is presented, I turn now to consider how a social-networking site, its underlying
technical features, and its economic logics influence visibility. In addition
to those technical features and economic logics, the site’s regulatory policies, designed to reflect and enforce standards of its community of users
and that therefore reflect culturally dominant attitudes toward bodies, also
affect visibility. In a twist, when those culturally dominant attitudes become
nodes of contestation—in other words, when enough users protest how
the site’s policies render certain breast cancer visualizations invisible—the
site’s profits still benefit. Here, contestation itself is monetized.
In the same period that Jolie’s op-ed was published, Facebook came
under fire when users discovered that images they had posted of a heavily tattooed, double mastectomied chest had been removed.35 The company defended its decision to remove the image by referring to its strict
no-nudity policy, originally instituted to protect minors from exposure to
adult images. Users protested that the image of a tattooed chest bore no
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resemblance to the pornography the policy seemed meant to exclude, and
that, since they were posting it to show support for women with breast cancer, removing it censored their activism. The controversy gained traction
online, reports of it ricocheting across other digital media news sites, and
then, after a petition on Change.org received more than twenty thousand
signatures, in June of 2013 Facebook amended its policy.36 Today Facebook’s policies include a provision about images of mastectomies, which
reads: “[U]ndergoing a mastectomy is a life-changing experience and . . .
sharing photos can help raise awareness about breast cancer and support
the men and women facing a diagnosis, undergoing treatment, or living
with the scars of cancer. The vast majority of these kinds of photos are
compliant with our policies. However, photos with fully exposed breasts,
particularly if they’re unaffected by surgery, do violate Facebook’s Terms.”37
There are two related issues I want to underscore here: that Facebook’s
algorithms determine what narratives a user is exposed to; and how the
controversy over its policies about breast cancer images affects what happens when users search the site for pages about breast cancer. When I performed a search on July 26, 2015, for “breast cancer,” the drop-down suggestion box offered me pages that all bore the pink ribbon icon.38 There is
an algorithm determining the ranking of these results, yet the proprietary
and changing nature of algorithms seals the algorithm in a black box such
that it can only be guessed at through attempted reverse engineering or the
vague outlines the company sometimes provides during a major change to
the algorithm.39 For our purposes, the specifics of the algorithm (i.e., the
calculations it performs to measure relationships between variables) are
not all that important; what is important is understanding how algorithms
on social-networking sites function in general—as what Tania Bucher
calls “technicities of attention” scaffolded on network proximity, timeliness, and familiarity.40 In other words, because algorithms are designed to
maximize engagement with a site, they generally factor in the popularity
of a link within the users’ networks of connections; how recently the link
has been popular; and whether the user has already visited the link. My
search results were certainly affected by my site visit history, but they were
also affected by what my Facebook friends were “liking”—when I visited
the top two results, which are pages for organizations that promote philanthropy for increased screening and “the cure,” I noticed that some of
my friends had, to my surprise and chagrin, liked those sites. My surprise
and chagrin stemmed from my knowledge of these particular friends as
astute feminist and critical race scholars with sophisticated understandings
of the politics of health: it seemed odd that they would show support for
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pages designed to support cure and empowerment discourse. But at the
same time, the seeming anachronism of their liking these sites is revealing of how Facebook’s technicities of attention work. A friend might have
unthinkingly “liked” a page or a post when a meme about supporting breast
cancer circulated in our shared networks, and I too might have visited the
page for research purposes—or perhaps because it irritated me—and so
Facebook’s algorithm calculated that these are most likely to grab my
attention. A hegemonic practice of “supporting the cure” translates here
into making particular narratives about breast cancer visible, and pushing
others into invisibility. Notably, my results on that occasion all contained
a pink ribbon in their icon image—indeed, most searches on any day will
yield pink ribbons.41 The algorithm makes visible—in a quite literal way—
pinkification discourse, because it is culturally dominant and because of all
discourses it has the most power to coalesce affective charge, through its
use of pity, support, empowerment, and other tropes that mobilize affect.42
As one scholar puts it, “The algorithm is not simply modeled on a set of
preexisting cultural assumptions [about what serves as evidence of affinity
in users’ relationships], but also on anticipated or future-oriented assumptions about valuable and profitable interactions that are ultimately geared
toward commercial and monetary purposes.”43 In other words, the algorithm slants toward anything its logic predicts will inspire longer use of
the site, more clicks on its pages, and therefore greater ad revenue. And
because that algorithm favors what is highly liked or commented on, “popularity fosters further popularity.”44
In the newsfeed, too, what rises to prominence are those pages that
generate the most attention, according to what stimulates people to stay
on the site. And so it is not surprising that the highly ranked pages in my
search query all have a massive number of “likes”—for they have most
often appeared in users’ newsfeeds, attracting their attention and provoking them to register a reaction. These kinds of sites are the least controversial: their visualization and their rhetoric is that of the cure and medicalization. And searches for breast cancer on Facebook during the period
of this controversy did not return images of the tattooed chest unless a
user had already visited such a page. Until such a time that either the algorithm is significantly changed so that it values heterophily over homophily
and unpopularity over popularity, or the cultural prevalence of pinkification and philanthropic discourses for breast cancer abates, it is likely that
the pink ribbon will continue to dominate. Facebook engineers its code
to stimulate more use through affective intensification, in other words,
its algorithm institutes communicative capitalism. The things that we

122

•

communicative biocapitalism

argins

M

isualizing the Breast Cancer arrative at the
N

V





get mad about—the removal of photos that were intended to “empower”
women with breast cancer, for example—intensify our use of communicative media, delivering more profit to social media corporations and giving
them greater stores of data by which to refine their techniques to ensure
our future communications, in order to deliver more profit to them.







What would it mean to narrate breast cancer outside of communicative
biocapitalism? I want to consider one illuminative project, Cancer’s Margins, a Canadian project that gathers cancer narratives from LGBT people.
Its organizers seek volunteers who are willing to share their experiences,
then put those volunteers in contact with artists and producers to create
video narratives that are hosted on a Wordpress site. Cancer’s Margins constitutes a counterpublic that coalesces around narrating cancer using texts
and textual practices not typical in cancer publics. It is neither a networking site nor a philanthropic organization, and it certainly shows no interest in big data practices.45 The site does not show up in a Google search
for cancer blogs, not even one conducted from within Canada—in other
words, the algorithm in Canada, as in the United States, favors dominant
rhetorics for breast cancer, rendering the project less visible to it.
Both the visual and the rhetorical strategies these narratives use are
markedly different from those that typify other databases of cancer stories, including the New York Times Faces of Cancer section. Mixed media,
collagelike, sometimes nonchronological: these accounts of LGBT cancer
experiences do not contain conventional markers of cancer narratives (seeking empowerment, positive thinking, resolution through reconstruction).
Rather, they depict how cancer affects relationships among marginalized
people who are engaged in other forms of world-making; not surprisingly,
their accounts of cancer are vastly different from those typical in nonmarginalized communities. One couple narrativizes a partner’s breast cancer
story by describing a trip they took to Hawaii and the insects they encountered there (“Centipede”); another offers a hysterectomy performed to
remove cancer as an unexpected treat that speeds up the process of gender
transitioning (“The Neither Story”). Additionally, each video credits the
many people involved in its construction, emphasizing collective collaborative production rather than the individual authorship model presented
in the platforms analyzed above. Importantly, because the stories are presented in videos, and big data analytics have yet to perfect techniques for
data mining video, they obfuscate these stories from being mined for infor-
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mation about the LGBT cancer experience—a group ripe for targeting
in the biocapital quest for ever more segmented markets. Too, the use of
Wordpress is significant: unlike social media sites, which afford an endless
network of connections that often circulate messages simply because of
those messages’ affective resonance, Wordpress requires a directed search
for the site itself, a serendipitous surfing to a blog, or finding another site
that has linked to it. This counterpublic, then, remains separate from these
other spaces in which health narratives enter the data pools of communicative biocapitalism.46
In providing a complex depiction of breast cancers in the plural, these
works move away from digital health’s relentless promotion of the “individual” patient and personalized medicine and toward something more akin
to what Donna Dickenson calls, by way of contrast to personalized medicine’s “me medicine,” “we medicine.”47 Its foregrounding of the collective
reminds us that breast cancers happen at the collective level of many people, and that if we were to think more about collectives, perhaps we might
move the attention away from individual empowerment and toward protecting communities put at risk by pollution. Perhaps we might pay more
attention to the systems and structures in which collectivities of people
live out their lives and that ultimately shape the ways they die. At the very
least, this collection reminds us that the communicative media in which
they are embedded play a role in what narratives they communicate—and
ultimately, whether those narratives are turned into something of value for
communicative biocapitalism.
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This chapter complicates ways of reading that currently dominate medical
humanities and narrative medicine. It joins with other work questioning the
fields’ cornerstone principles and suggesting new orientations for our pedagogies and hermeneutics, including Delese Wear and Julie Aultman’s pedagogy of discomfort, a concept also elaborated by Michael Blackie and Erin
Lamb; Helena Hansen and Jonathan Metzl’s structural competency; and
John Hoberman’s argument for more sociologically oriented approaches.1
It builds as well on work that questions the value of empathy for the fields,
for example, Rebecca Garden’s and Claire Hooker’s forceful critiques of
empathy as reinforcing pastoral power and much of Lisa Diedrich’s work
that complicates empathy and witnessing.2 Extending these scholars’ work,
I consider how what I call the empathy hypothesis—the widespread belief
that reading inspires empathy, and that by inspiring empathy in physicians
medicine will be improved—fits with neoliberal logics. Connecting back
to the critique I began in chapter 1 and the alternative reading of Anatole
Broyard’s writings that I modeled there, here I drill with greater rigor into
the relationship between interpretive practices and neoliberal logic; then,
in an attempt to move us around the neoliberal paradigm, I model other
kinds of readings. These readings suggest alternatives to the current aims
guiding health humanities use of and interpretations of literature, among
them seeing inside another person’s experience, improving empathy skills,
drawing fragmented selves into unified wholes, and augmenting resilience.
In her important article “The Problems of Empathy,” Rebecca Garden explains that the empathy hypothesis is premised on false assumptions.
Those working from within medical contexts who promote empathy frame
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it as the basis for a more intersubjective encounter, and yet the notion of
empathy prioritizes the empathizer, not the object of the empathy, which
precludes real intersubjectivity. “Empathy,” Garden writes, “depends on
the experiences and imagination of the person who is empathizing, and this
dependency has the potential to obfuscate or exclude the patient’s suffering
and the meaning the patient makes of suffering.”3 As one point of evidence,
Garden considers an article that Jodi Halpern, author of a nuanced booklength account of empathy, published in the medical professions-audience
oriented Journal of General Internal Medicine, in which Halpern condensed
her book’s argument. The quote Garden selects is worth considering:
Halpern “[describes] ‘4 ways that physicians can capitalize on their emotional responses’ and how ‘resonance offers short cuts.’”4 Garden is right to
note the danger in funneling empathy down to a formula. But even more
than that, Halpern is using neoliberal rhetoric, where emotional responses
can be “capitalized on” and affective engagement increases productivity
and efficiency—and what is most alarming about this is that Halpern has
abbreviated a longer, more nuanced argument in order to fit the expectations of the editors and readership of this medical-professionals oriented
journal. Indeed, empathy is repeatedly noted as increasing productivity
and efficiency throughout medical literature. For example, an article in the
Annals of Internal Medicine aiming to provide additional short cuts (“Words
That Help Build Empathy”) states: “The effective use of empathy promotes diagnostic accuracy, therapeutic adherence, and patient satisfaction,
while remaining time-efficient.”5
Not surprisingly, empathy makes an appearance outside of the nuanced
halls of academic medicine, in the accounting spaces of for-profit medicine, where it is explicitly seen as an instrument that decreases costs. It had
been studied prior to the Affordable Care Act (ACA), but in light of the
ACA’s implementation of financial reimbursement for outcomes, Accountable Care Organizations (ACOs) now have an enormous incentive to figure
out how to use it to improve those outcomes, and so studies on whether
empathy in the clinical encounter can have a positive effect on those outcomes are on the rise.6 Empathy, in other words, is already being seen not
as something intrinsically valuable to the patient; rather, it is framed as
instrumental to an ACO’s finances.7 In the endpoint of this trend, empathy
becomes monetizable, something that can be measured through the variety
of assessment- and evidence-based techniques currently the rage in academic and medical institutions, integrated into their systems of valuation
for their employees, for curricula, and so forth.8
What conceptually underpins this emphasis on empathy is an assump-
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tion that the patient needs an intersubjective encounter, one premised on
the recognition entailed by empathetic witnessing that can remedy the socalled trauma of illness. Danielle Stock has identified “the tyrannical ways
in which wholeness—allegedly ruptured by a crisis that affects first bodily
integrity and then the integrity of the self (psychic, social, etc.)—becomes
the goal of humanistic medicine” (emphasis in original).9 We can see this
goal articulated in narrative medicine’s key texts. For example, in a typical
passage one author writes, “Whether transient or terminal, all illnesses in
our gaze will traumatize, will sever, will require an ethical, intersubjective
effort toward reclaiming unity.”10 For disability studies, this conceptualization of illness as always traumatizing is problematic. At best, universalizing
out to all illnesses radically undercuts the perspective of those people with
disabilities and illnesses who vociferously defend their experiences as valuable, even additive; at worst, such a universalization restigmatizes illness. In
another key text, Arthur Frank’s Wounded Storyteller, when Frank identifies
three types of illness narratives, it is clear that, even though he takes pains
not to demean the first two narratives he identifies, the restitution and
chaos narratives, he prefers the last one he describes, the quest narrative,
in particular because it “gives sense” to an illness in a way that stimulates
self-awareness or otherwise makes illness into something of value.11 It also
transmutes the chaotic, fragmented narrative into something unified, at the
very least because value coheres through the transformation the narrative
tells or records.
As Stock is right to emphasize, the assumption that illness provokes a
need for unity is contested by a poststructuralist understanding of identity as necessarily fragmented and ever-changing. Additionally, fragmentation or “broken subjectivity” may be characteristic for those who live
lives of abjection, and indeed, scholars in critical race studies have long
argued that the experience of people of color parallels the fragmented
subjectivity described in poststructuralist theory.12 In addition to this, we
might note that conceiving of the clinical encounter as a process directed
toward “unity” bears a close resemblance to the language of therapy, in
which the therapeutic encounter reconstitutes a traumatized, fragmented,
or otherwise broken subject as whole, and that the language of recovery,
as noted by multiple scholars, not only does work for neoliberalism but
also takes what are sociopolitical problems and turns them into individual,
psychoemotional problems.13
This model is repeated in more recent work, Paul Crawford et al.’s
2015 Health Humanities. This volume bears the new term that has been
suggested for the fields, and the critique I develop here is intended to sug-
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gest that albeit redirecting the fields’ focus (from “medicine” to “health”),
much remains the same in its framework. The authors intend their work
to both summarize and make the case for the significance of the field, and
they devote one chapter, “Applied Literature,” to reading and literature.
In it the authors describe the study of literature as having two key values:
first, it promotes considering the individual’s experience; second, it builds
self-awareness and self-reflexivity, key components, they state, of “selfawareness, self-efficacy and resilience” in the health care practitioner. In
regard to the first value, they write, “People do not always tell stories in
linear or coherent ways. The art of a mutually beneficial clinical encounter (even if the overall aims are divergent) is to pull together the strands
of the story into a coherent whole, while simultaneously attending to
those parts of the story that the person privileges that the clinician may
not. . . .”14 Studying illness literature, in other words, helps to prepare
the future health care professional for when s/he encounters what Frank
describes as chaotic illness narratives, so that s/he can both hear (and
not be fearful of) such narratives and reframe the chaos within clinical
terms. While witnessing here means “attending” to the nonbiomedical
or nonclinical aspects of the patient narrative, nevertheless this happens
in order that the entire narrative might coalesce into a “coherent whole.”
This newer version of the fields, then, extends the model offered in earlier scholarship.
The second value they describe illustrates the bleed of neoliberal
rhetoric into the health humanities. Resilience, as many have noted, is
a key term mobilized by neoliberalism under a responsibilization framework, where individuals (and communities) must develop inner fortitude
in order to navigate a world of risk and harm.15 Here, medical professionals are positioned within this responsibilization framework, the institution shorn of its responsibilities to create a safe workplace or one that
protects its workers from the harms they incur laboring there. Although
self-efficacy has not been theorized in relation to neoliberalism, this particular concept, first developed by a psychologist studying learning, has
easily entered the jargon of business enterprise: its focus on self-esteem
in regard to completing tasks makes it eminently suitable for framing
work as fulfilling psychological needs and for management to study how
to use it to improve workplace performance.16
The neoliberal framing of literature is most apparent in the authors’
claim that reading may have health-improving effects and that, if this can
be proved true, it can be used to influence policymakers by showing that
reading can reduce health care costs. The authors begin by noting common
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claims that literature is “relaxing, stimulating, educative, enjoyable and
soothing,”17 and that there exists anecdotal reporting of health benefits
from reading. However, since there are an insufficient number of scientifically rigorous studies to provide conclusive evidence, their final section is
devoted to making the case “to evidence base the therapeutic and wellbeing effects of reading.” (This awkward locution signals that something
tortuous underlies its expression. Using “evidence base” as a verb is, to
put it mildly, bizarre, collapsing a number of steps into one action and
thereby cloaking the work—human, fallible and interpretive work—that
goes into any research study.) They go on to describe a few existing healthand mental-health-related practices that have incorporated reading as an
adjutant to therapy (“bibliotherapy”). Finally, they emphasize that if reading improves heartbeat, mood, and blood pressure, then it is imperative we
generate studies to convince policymakers of its utility.
The section of the book, then, relies heavily on neoliberal rationality.
Reading is good for the emotions—the only one mentioned even remotely
not a positive feeling is “stimulating”—and the suspicion that it might be
good for overall health necessitates additional quantitative measure, measurements that can then be used to set policy (and legitimize funding).
The final notes about bibilotherapy configure literature as restorative, in
alignment with other neoliberal tools for self-help and self-management.
Among the studies of bibliotherapy that the authors do not cite is one
demonstrating that in bibliotherapeutic practices, the books offered to
patients are self-help books that repeat medicalized and governmental
models of bodies and minds, encouraging the individual in techniques for
self-management and self-improvement.18
This neoliberal framework is apparent as well in the authors’ descriptions of their own position within the workplace of health care. They argue
that literature can help with a process of “mutual recovery,” a shared reading process in which “professionals and the people they support . . . come
together to benefit from each other’s perspectives triggered through text.”19
The open-ended situation of interpretation described here, where the text
makes possible the articulation of multiple perspectives, seems closer to certain strands of literary criticism that position literature as a vehicle through
which questioning occurs. However, a deeper look at mutual recovery illuminates its fit with the neoliberal paradigm. In mutual recovery, a health
care professional’s witnessing of the patient enables both actors to become
more self-reliant and “resilient,” and those qualities make both better able
to engage in compassionate forms of care. While “mutual recovery” certainly sounds lovely, and while it obviously signals that everyone—not just
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patients—in today’s health care institutions is at risk of being harmed by
the institution itself, nevertheless self-reliance and resilience signal the
responsibilization model undergirding this idea, which ultimately offers
no resistance to neoliberalism. Here, the health care practitioner is in need
of developing inner fortitude in order to weather the rough conditions
that the current austerity measures in Britain have created—an austerity
imposed by neoliberal economic logics.
To be fair, the authors are aware that it is due to the logics of austerity
(which they mention multiple times) that their health care system is suffering, and while I question their proposals for how to address those issues, we
all agree that there are significant challenges at hand that urgently require
attention. The desire to move beyond the current state of things is certainly
evident in their text, and their project, like that of Rita Charon and many
other health humanities professionals, aims to form new affiliations that
serve the aims of social justice efforts and other humanitarian causes. In
this, health humanities professionals share many of the goals that left political theorists have been describing as the only recourse available to contest
neoliberalism’s stranglehold on available modes of resistance—modes of
collaborating that take us beyond the current limitations imposed by the
private ownership model for knowledge production, for example; creating
affiliations to combat the specialization enforced by institutions; building
convivial atmospheres in which even critique might occur.20 It is for that
reason that the fissures I spy in their project should be worked through, so
that the health humanities can do stronger work, not simply work for the
institution as it currently exists.

N

Hermeneutics and eoliberalism





In this section, I scrutinize the hermeneutics that dominate the fields.
Health Humanities describes the effects of reading as educative, soothing,
allowing for escape, and stimulating. For a scholar of literature, thinking
of reading as helping to soothe one’s mood, as a respite from reality, and
as stimulating thought is both not surprising and yet all too pat. There is
literature that does not comfort, that increases the reader’s anxiety, that
intensifies the harshness of the conditions of reality—one thinks here of
much modernist literature, the horror genre, dystopian science fiction, and
avant-garde writing. In other words, to get to their particular conception
of literature’s effects, the authors of Health Humanities have deemphasized,
if not overlooked, entire schools of literature and critical approaches that
draw out what we might call, following literature scholar Sianne Ngai, lit-
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erature’s “ugly” affects.21 For example, the authors elide the ugly affects of
postmodern novels that use innovative forms to render the fragmentation
characteristic of modernity, which they explain as “demonstrat[ing] what
is referred to . . . as the psychoticisation of textual form and content.”22
While they note that the fragmentation in novels by authors such as Kathy
Acker, William Burroughs, and Philip K. Dick represents the incoherence
of modern life, they do not consider that this “textual incoherence” may be
offered specifically in order to provoke discomfort, fragmentation, or other
bad feelings. The authors argue instead that “the reading function of [this
genre of novel, ‘psychopathographies’] . . . can be viewed in a clinically relevant way,” in that it allows readers insights into what it feels like to experience psychosis, therefore helping prepare them for future encounters with
people experiencing psychosis in the clinical context.23 The novels, which
many would aver explode the (bourgeois) novel’s construction of singular
and whole individual subjectivities and prod readers to examine their own
sociocultural milieu’s dependence on that model, are here excavated of the
political valences of their aesthetics.
For a text whose theoretical engagement with literary analysis is more
sustained, and can therefore give us greater insight into how the act of
reading is conceived, we might turn to Rita Charon’s influential volume
Narrative Medicine, which lays out a model for how narrative medicine
educators could teach their students to approach literature. After covering
familiar elements of literature (genre, form, temporality, and plot), Charon
introduces a concept for literary analysis—desire—that has a complicated
history in literary theory, and her deployment of it is illustrative on a number of counts. For Charon,



the close reader deploys full powers of intellect, concentration,
imagination, metaphorical thinking, and moral confrontation, fulfilling desires for identity, self-examination, facing up to challenge,
and attaining new clarity about the world and self and other. . . . Asking readers to articulate the desires awakened by a text has been, in
my teaching, a reliable method of guiding them to the heart of their
experience of the text. The reader experiencing his or her desires in
response to a text is living the penetration and transformation that
takes place when incorporating a story into self. . . . To call attention
to these appetites and desires acknowledges the fundamentality of
reading as a human act, realizing that we do what we do as readers not only for our own good but because our lives depend on it.24
(emphasis in original)
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I want to focus here on the intensity Charon attributes to the act of reading, and the emphasis she places on desire. This term, and affect more
generally, remains underexamined throughout Charon’s volume, which
seems surprising in light of the voluminous amount of literary scholarship
problematizing how desire works in relation to reading. To indicate just
two of the many ways that literary theory has approached matters of desire,
literary theorists, drawing on psychoanalytic theory, have long questioned
whether a person can identify what s/he truly wants; drawing on social
constructionism, theorists have also understood desire to be produced by
discourse and therefore a product of one’s ideological conditioning.
Of course, there are many who argue that it is time to abjure what
some call the hermeneutics of suspicion, which often overlaps with the two
approaches I just mentioned. However, as those who consider the rise of
various postskeptical theoretical turns have noted, the hermeneutic “turns”
being offered as “postideological” criticism all seem uncomfortably at ease
with neoliberalism, and this includes the affective turn.25 These concerns,
it seems to me, should be brought to bear on the “affective reading” that
is clearly being offered to us in this passage. The intensities called up in
Charon’s description above—and mirrored in the lyrical intensity of her
own beautiful prose—resonate rather strongly with what literature scholar
Rachel Greenwald Smith calls “the affective hypothesis.” Greenwald Smith
writes, “While neoliberalism casts the individual as responsible for herself,
the affective hypothesis casts feelings as necessarily owned and managed
by individual authors, characters, and readers. Neoliberalism imagines the
individual as an entrepreneur; the affective hypothesis imagines the act of
reading as an opportunity for emotional investment and return.”26 This
description, of course, is not all that different from the ways the Health
Humanities volume poses the role of literature, and it echoes how Charon
views one key value of literature for the individual reader to be located in
its intensities of feeling provocation and transfer.
It is not just the major figures in the field who advance such notions;
this is simply a bedrock principle throughout narrative medicine, so obvious as not to need examination. A recent Journal of Medical Humanities article summarizing the use of poetry in reflective practice set up its argument
in this way: “Emotions are more than an affective state of consciousness;
they can be somatized through physiological and neurobiological processes . . . resulting in acute and chronic conditions. If mismanaged, these
processes can be disruptive to practitioners’ ability to function. In addition,
there is a growth of literature concerning the positive impact of unconcealing and managing emotions effectively, particularly related to emotional
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intelligence (EI) and the way it shapes patient-practitioner relationships.”27
With this frame in place, the authors go on to argue that poetry can factor into creating spaces to examine and thus manage emotions. What is
particularly interesting about this piece is that the poem—written by one
of the authors—is itself a lyric poem. Expressing an individual person indicated by an “I,” conveying a moment of immediacy (the present tense) and
intense emotions, the poem ends with the sort of “turn” for which lyric
poetry is famous, grammatically indicated with the (also-common-to-lyric)
dash: “I take off the gloves— / My hands are marked.”28 The author then
writes, by way of explanation, “The thought of being marked as accentuated in the last line of the poem . . . captures how experiences can pierce
into the core of one’s being.” “Piercing the core of one’s being” is a good
enough way of describing a transcendent moment, and this description
foregrounds how much this lyric construction is intended by its author
to deliver that transcendence. The poem supplied to us is a poem about
intense moments of feeling experienced by the individual, and it is offered
as a tool by which the individual health care practitioner can come to manage his/her emotions.
These dominant modes of conceptualizing the role of literature in
humanities and medicine practice generally ignore alternative strains of
literary and theoretical work that consider artworks with less-conventional
aesthetic effects.29 Art can, for example, provoke ruptures to that subject and the structures in which it is embedded, particularly through the
estrangement and alienation effects advocated by Bertolt Brecht and developed by many other schools of art. Literature and art by those whose voices
have been suppressed within neoliberal culture and that sometimes employ
either minor genres or innovative form can help us perceive ways of being,
living, and feeling outside the neoliberal model. These effects, however,
can only occur if we develop the capacity to spot them. To translate this
into the terminology often used by narrative medicine’s practitioners, we
need to develop our capacity to witness ways of feeling and of being that
do not conform to our current typologies. The continued normalization
of neoliberal logic makes it ever more urgent that we make that logic
strange—that we defamiliarize and denaturalize it.
Art can help us do so, but we will need to more rigorously consider
what texts we are selecting to aid in this project. Choosing literary texts
that themselves resist or question liberal humanist models of interiority
and subjectivity is a start; resisting and questioning interpretive modes that
assume some model of identification and exchange of deep feelings is the
next step. In what follows, I examine two volumes of poetry under the prin-
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ciples just elaborated. The works themselves thematize the problematics of
witnessing and empathy in a time of pervasive communicative media, and
as such embody the very suggestion I am making here, showing that communicative media empty out the liberal humanist model of the self even as
they presume just such a subject. I am particularly concerned with examining moments when the works themselves suggest “how to read” literature
during this time of rampant neoliberal logics, moments when the works
reflect on or inscribe frameworks for reading.30 These volumes of poetry
address what it means to be a racialized subject under neoliberalism, when
the state and capitalism enact necropolitics both globally and locally, and
they focus on how the subject is debilitated and then recaptured within
medical-industrial logics. Significantly, at the formal level they question
assumptions about how identification, empathy, and witnessing function
under neoliberalism, in particular when the object of empathy is a person
of color. They offer tools by which we can examine our own assumptions
about the use of literature in the health humanities today, and they help me
build on arguments first laid out in chapter 1 about the necessity of adding
works by writers of color to the canon.

I

I

S

Claudia Rankine, Fragmented ubjects, and nterrupted dentifications



Some have made the case that lyric poetry’s persistence in the latter half
of the twentieth century can be traced to its privileging of the individual
subject, the speaking “I” who expresses immediacy, intense emotions, and
interiority through poetry, which corresponds to the importance accorded
the liberal humanist self throughout the twentieth century.31 The two works
of poetry by African American poet Claudia Rankine examined below both
claim, in their subtitles, to be lyric poetry—they both bear the subtitle “An
American Lyric.” Yet the volumes do not fit easily with the typical lyric tradition, and in fact literature scholar Anthony Reed has designated Rankine’s
work to be “postlyric,” a kind of lyric poetry that uses the form in order to
interrupt it.32 The interruption at the formal level corresponds to their topic,
that witnessing and testimony, the subject and subjectivity, the wholeness of
that speaking “I,” are interrupted by the society of the spectacle and its language and logic of marketing. Rankine’s work asks what it means to be forced
to witness the continued spectacle of the death and abjection of people of
color that televisual and screen media circulate, and in particular, what it
means for the racialized subject who witnesses it. This witnessing produces
a debilitated subject whose primary affective engagement with the world is
sadness, sliding often toward depression. In her poems, encomiums about
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self-improvement or self-management to deal with sadness consistently fail
for people of color, that failure foregrounding that neoliberal mantras for
mental health enhance life only for those in social locations of privilege. Her
works bring us back to the main strands of argument in this book, how those
in locations of social abjection are positioned in relation to media, and they
illuminate other ways of reading the health humanities could introduce that
honor the voices articulated in her poetry.
Rankine’s 2004 Don’t Let Me Be Lonely is unconventionally laid out for
lyric poetry, with photos, screenshots, Photoshopped images, diagrams,
and line drawings appearing among the text of its poems.33 This media
mash-up foregrounds the multiple image streams that daily bombard us,
indicating that the poems enter into a space densely populated by mediated
communications. The distinctive layout of the volume, which is published
on 4 by 11-inch paper and uses a type font typical of newspapers, evokes
reading a print newspaper, and as such the volume could be presenting
itself to the reader as reportage, as a factual account rather than fictional.
At the same time, this suggests that the poetry itself is in danger of being
subsumed into more dominant media genres. The format of the book thus
mirrors the problematic that the poems illustrate: the subject’s own voice
has been exhausted by the deluge of noise from the media surround, in
danger of being buried under the weight of reports of the news.
The volume’s first words are an epigraph from Aimé Césaire that draw
attention to spectatorship and the spectacle: “And most of all beware,
even in thought, of assuming the sterile attitude of the spectator, for life
is not a spectacle, a sea of grief is not a proscenium, a man who wails is
not a dancing bear . . . .”34 That epigraph is followed by a page blank
except for an image of a television set along its bottom border, the set’s
screen filled with black and white snow, reemphasizing this concern with
spectatorship and the proscenium/screen. In following the Césaire quotation, the image visually underscores the omnipresence of the spectacle
described by his words. This image of a television screen that broadcasts
only static noise recurs eighteen times throughout the book, serving to
mark each prose poem’s end and the next one’s beginning. As both separator and connector, the image formally highlights the promise of connectedness embedded in media, a promise always betrayed by its interruption
of actual connection—for not only does the image rupture the flow of
the poems themselves, within the poems televisions repeatedly interrupt
communication, thought, or creative processes. For example, after watching a few minutes of television in which a boy caught in the carceral
system is asked to clarify whether he has used the phrase “he is dead to
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me” literally or figuratively, the poet returns to her workspace, where she
finds she can no longer work, able only to jot scattered marginal notes
repeating phrases from the conversation. In the next poem, she visits with
a friend in the advanced stages of Alzheimer’s, and he utters, “I want to
see the lady who deals in death.” She thinks he may be perceiving his own
mortality, but then she realizes that, sitting in front of the television, he
wants to watch the TV show Murder, She Wrote. Here, television colonizes and impoverishes spaces in which the private language of introspection, artistic practice, or communication should be happening.
If there is one theme that seemingly joins many of the visual images in
the volume together, it is images of the abjected person of color, subject to
violence. The poems register how the continued mediated circulation of
these images depletes the subject, whose words may identify affective states
of sadness or despondency but who does so using language that is not itself
altogether expressive of affect. This sadness, the poems tell us, is connected
to the ongoing “recognition that a life can not matter. Or, as there are billions of lives, my sadness is alive alongside the recognition that billions
of lives never mattered. I write this without breaking my heart, without
bursting into anything. Perhaps this is the real source of my sadness.”35
Although race is seemingly inconsequential in these sentences, this particular quotation follows a mention of James Byrd, the African American
murdered in Texas whose name then-President George Bush subsequently
forgot. The poet, then, is in part sad because particular lives matter less
than others. “I don’t know, I just find that when the news comes on I switch
the channel,”36 the poem states, indicating how each fresh encounter with
mass media further depletes the subject’s emotional reservoir.
That media operate by incorporating, even colonizing circuits of desire
is thematized throughout the poems. In one section, the narrator, unable
to sleep, watches TV and sees a commercial for “PAXIL (paroxetine HCI),”
which is comprised solely of the words “YOUR LIFE IS WAITING.”37
The narrator tells us she waits for the next words to appear, and that then,
“Across the screen, this time without audio, flashes:” This is followed not
by more description rendered via language but instead with the visual
image of a television set with a black screen, on which appears “YOUR
LIFE IS WAITING” in white letters. The narrator tells us that once she
closes her eyes, those words appear on the backs of her eyelids. Capitalism
manages to fill the narrator’s vision with its manufactured desires; it is even
able to fill the poet’s voice, for the visual image of the television screen supplants the poem’s text-based linguistic description. It also, as Kevin Bell has
noted, promises (like all advertising) to fulfill the very lack it institutes.38
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The poet’s voice does not articulate the critique I am articulating here.
Rather, throughout the volume the poet’s voice remains flat, uninspired,
mostly lacking strong affect, absent of the usual markers of subjectivity
found in poetry. There is no attempt at self-awareness or self-recognition,
no stabs at psychological introspection. The poems simply register what it
is to encounter prescripted formulas of how life should be lived, formulas
endlessly reiterated in modern life. In one passage her sister must “assess
the value of her dead children’s lives” for the insurance company; another
reprints a form the poet receives from the US Post Office listing characteristics of suspicious mail, and as she goes about her day its paranoia seeps
into her thinking. “The America that I am is washing her hands. She is
checking for a return address.”39 Conversations between poet and pharmacist are leaden, shorn of affect, yet supplant the very poetic line itself:
“You should still have seven pills. The insurance company won’t cover this.
/ She said take two a day. / They always do that. / Call my doctor. / She
can’t change the authorization.”40 Another poem is composed entirely of
the names of the thirty-nine pharmaceutical corporations that conspired
to refuse to sell inexpensive HIV/AIDS retrovirals to African nations. The
language of officialese, accountancy, corporate profiteering, bureaucracy:
these forms of communication have the effect of flattening out and draining the subject.
The bleed of manufactured desires into the subject’s interiority is encapsulated elsewhere in poems that describe the neoliberal moment of the
1990s. The self is expressed through a financialization that sustains itself
on the myth of meritocracy, which is assumed to prove that governmentality works. “To roll over or not to roll over that IRA? . . . To eTrade or not
to eTrade? Again and again these were Kodak moments, full of individuation; we were all on our way to our personal best. America was seemingly
a meritocracy. I, I, I am Tiger Woods.”41 As Chris Nealon has noted, the
originary narrative of modern selfhood—Hamlet’s soliloquy (“To be or not
to be”)—is here refigured through financial terms, signaling that the self in
the postmodern world is defined by its market valuation.42 And that market
valuation, in which the self is not besieged by existential doubt but rather
by entrepreneurial choices, becomes the route to success in the United
States, symbolized, finally, in “Kodak-ready” moments encapsulated by the
figure of Tiger Woods, the ultimate 1990s symbol of multiracial success.
In repeating “I,” the poem gestures to Woods as a point of identification
that marketers offered to the American public at large—everyone of different backgrounds could, so the mantra went, see themselves in Woods. And
such identification was itself produced by the image system, part of ensur-

138

•

communicative biocapitalism







ing that consumers would find reason to purchase more rolls of Kodak film
with which to record their successes.
At the same time, the language here can’t help but come off as sardonic due to the many surrounding mentions of the abjection of people
of color—events that are anything but Kodak moments. The poet often
reflects on how that mediation and its reception have material, physical effects on the one who must serve as witness. One section puts it
like this: “[The tears] that express emotions, the ones that recognize and
take responsibility for the soul don’t come. Instead I get a sharp pain in
my gut . . . just a feeling of bits of my inside twisting away from flesh in
the form of a blow to the body. // Sometimes I look into someone’s face
and I must brace myself—the blow on its way. . . . [O]n the TV is Abner
Louima: I hope what comes out of my case is change” (italics in original). Following this section is a TV set, its screen filled with an image of Louima
at a press conference, his lawyer speaking at his side. “A reporter asks
[Louima] how it feels to be a rich man. Not rich, says Louima. Lucky . . .
to be alive. Instinctively my hand braces my abdomen.”43 On the next
page: “It felt wasteful to cry at the television set when Amadou Diallo’s
death was announced.” Following this, the same TV set is filled with
an image, presumably of Diallo. The final verse describes how the poet
feels each of these deaths and wounds. “There is no innovating loss,” the
poet states, again using the language of neoliberal financialization. “It
was never invented, it happened as something physical, something physically experienced. It is not something an ‘I’ discusses socially.” Here, the
poet seems about to define such loss as appropriate to the lyric poem
experienced in solitude. Yet the idea shifts. “Though [another poet] did
say that the poem is really a responsibility to everyone in a social space.
She did say it was okay to cramp, to clog, . . . to have to hold the pain,
and then to translate it here. She did say . . . that what alerts, alters.”44
Poetry allows her to refuse the language of entrepreneurship, where loss
would be “innovated,” and instead translate it into an alert. The intention
of such poetry, at least in this section of the volume, then, is to alter its
readers—to convey this loss via a poem that then marks out all who hear
or read it as responsible to the social and collective space it coalesces.
The volume’s conclusion returns to considering poetry’s role in such
a communicative space that alienates and fractures the subject through
language’s colonization by marketing. In its final two poems, the volume
describes a famous poem by Paul Celan, in which the poet compared a
poem to a handshake, something that both asserts one’s own presence and
gives the self to another.
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Hence the poem is that—Here. I am here. This conflation of the
solidity of presence with the offering of this same presence perhaps
has everything to do with being alive.
Or one meaning of here is ‘In this world, in this life, on earth. In
this place or position, indicating the presence of,’ or in other words,
I am here. It also means to hand something to someone—Here you
are. Here, he said to her. Here both recognizes and demands recognition. I see you, or here, he said to her. In order for something
to be handed over a hand must extend and a hand must receive. We
must both be here in this world in this life in this place indicating
the presence of.45



In these sections, the poems seem to indicate that poems serve as transfer points of recognition between individuals, constructing a social space
around presence. Yet another visual image complicates this reading of these
final poems, for they are intercut with an image of a billboard on which
the word “Here” appears, a partner to the billboard on the volume’s cover,
where it contains the volume’s title, “Don’t Let Me Be Lonely.” This billboard and its included text could be read as reasserting that poetry functions to cleave people together, to thus end the poet’s loneliness. Yet they
could also be read to undercut the performance of this assertion, since the
word appears on the very screen that broadcasts marketing language, the
billboard.
This final section, then, puts a slight twist on Chris Nealon’s conclusion that Don’t Let Me Be Lonely ultimately offers shared vulnerability as a
tactic against the neoliberal moment and the intrusion of media streams.
For Nealon, that handshake signifies that for Rankine, “the history of the
world, at least as tracked by poetry, is written . . . in protective coverings,
connective gestures,”46 and such coverings and gestures lead to moments
when artists and their audiences can connect, even across the years. While
such moments are indeed present in the poems, they nevertheless coexist with the poems’ repeated returns to when the connective gestures of
media interrupt, or when the repercussions of such repeated interruptions
have created subjects who can no longer receive such performances. This
is what Rankine’s volume holds in tension: that poetry for so long has been
considered a connective gesture, but that it has become increasingly difficult for certain subjects to receive its gesture. This is why the volume itself
ends by recapitulating what is essentially a dictionary definition, although
the citation is not included or called upon as such—and a definition that
is grammatically incomplete. In the end, the poem cannot complete its
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connective gesture, can only hope that a reader capable of receiving it will
show up. As such, the poems do not provide “shared vulnerability” as their
model. Rather, they offer a handshake that alerts, with the hope that it
might alter.
That hope—not yet fulfilled, only opened onto—is embodied in the
grammatical incompleteness of the poem’s very end, “indicating the presence of.” With this incompleteness, the book refuses to fulfill the mandate
of the lyric form indicated in its subtitle, for the last few poems toy with
lyrical completion only to turn away from it. Conventionally, a lyric poem
concludes with a final brief “twist”—a realization of transcendence, often
indicated by a condensation and compression of imagery. This sublime
ending is a moment of intense feeling transfer, fulfilling the poem’s contract to satisfy and deliver a meaningful experience. The end of this volume
resists doing so. It comes close, no doubt, when it meditates on what occurs
between the poem and the reader, thus edging up to the possibility of rushing into a moment of sublime transcendence. Yet it backs off from such a
conclusion, remaining instead in the stillness of having described a scene
without putting its elements into the full dramatic motion we expect. As I
will explain of her 2014 volume, Citizen, similarly subtitled “An American
Lyric,” Rankine’s poetry violates the lyric contract, and in so doing suggests
that for certain subjects in America, the lyric is a broken vessel.
Don’t Let Me Be Lonely, to summarize, leaves the reader unsure of what
the act of reading poetry has done. It has neither confirmed the poet’s and
the reader’s “humanness” through enregistering strong emotions, nor has
it satisfied the reader’s expectation of a transcendent moment. The volume,
in other words, underscores the immensity of the task we burden works
of art with when they are asked to militate against broad scale evacuations
of meaning happening at the structural level. In some senses, it shifts that
task over to the reader in its final lines, but even there, due to the complex
nature of how the “I” persona functions in the volume, the volume retains
ambiguity. This is partly due to its resisting the other typical formal element of the lyric, its use of an “I” readily identifiable with the poet herself. I have described these prose poems by referring to their “I” as though
they described one narratorial voice, and other critics have done so as well;
Nealon, for example, refers to the “I” as exchangeable with Rankine, thus
assuming that Rankine’s poems are expressing the poet herself, as is typical
of the lyric. Yet it is not that simple. “Again and again there exists an ‘I,’”
one of the poems says.47 Placing that “I” in scare quotes underscores that it
is a grammatical element that serves a function, and that may not indicate
anything other than its own existence as a linguistic element. Later the
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poem asks, “Is ‘I’ even me or am ‘I’ a gearshift to get from one sentence
to the next?”48 Indeed, this passage seems to indicate that “I” is a function
rather than some particular individual. As such, there is no self that these
poems express. There is only a constructed “I” that, according to Anthony
Reed, “[encourages] readers to identify with the expressive act rather than
the expressing subject.”49
While it is debatable whether Don’t Let Me Be Lonely encourages any
kind of identification at all, it is no doubt true that the volume abjures
identification with an expressing subject. Rankine’s 2014 volume, Citizen:
An American Lyric, continues to complicate typical expectations for identification in the lyric, calling into question who can identify with it and the
histories that underpin this structure of identification. In this later volume,
all the poems save one use the second person “you.”50 The shifting nature
of that grammatical address, which cannot be identified as either singular
or plural, serves, then, to locate the individual reader within a collectivity,
an undifferentiated mass coalescing around shared experiences. From the
first poem on, the poems describe scenes of what are commonly referred
to as racist microaggressions: encounters of implied, rather than explicit,
racism—when, for example, a waiter returns a credit card to the white customer rather than the customer of color, or when, after having only had
contact with each other talking on the telephone, two people finally meet
in person and one says, “I didn’t expect you were black.” The effect of these
moments is physical and interruptive of language. “Certain moments send
adrenaline to the heart. . . . After it happened I was at a loss for words.”51
The subject(s) described in the poems constantly experience language
somatically: “An unsettled feeling keeps the body front and center. The
wrong words enter your day like a bad egg in your mouth and puke runs
down your blouse, a dampness drawing your stomach in toward your rib
cage.”52 Headaches, caused by the stress of “wrong words” encountered on
a daily basis, plague the subject(s) too.
As in Don’t Let Me Be Lonely, Citizen includes multiple media, its sections separated by full-page images, a few poems containing intercalated
images. Most are the works of artists of color. While some themes carry
over, then, in this volume Rankine shifts the focus to how artists of color
have responded to the media surround, and their works’ inclusion underlines that this volume meditates more explicitly on what it means to be
a black artist. These two themes—the body depleted by racism and the
work of the black artist—are intertwined, coalescing most clearly in the
recurrent motif of tennis. “Feel good. Feel better. Move forward. Let it go.
Come on. Come on. In due time the ball is going back and forth over the
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net. . . . Your fingers cover your eyes, press them deep into their sockets—
too much commotion, too much for a head remembering to ache. Move
on. Let it go. Come on.”53 Whether the subject described here eventually manages to “let it go” and “move on” is left unresolved; instead the
emphasis is on the cultural imperatives to self-manage, to be successful at
navigating the ongoing onslaught of microaggressions. Symbolized here as
a tennis match, racism is a game that the subject is supposed to observe and
learn to view from the outside, as though it were not something happening to the self. Rhetorics of governmentality embodied in imperatives to
self-manage and self-improve, in other words, fail the subject of color. This
failure is figured quite explicitly when in one poem “you” arrives outside
a therapist’s office and, after ringing the doorbell, is told by the answering
therapist, “Get away from my house! What are you doing in my yard?”54
Although the therapist later apologizes for this invalidation of the racialized subject as person, the irony that the very profession and technique that
has been developed to address trauma and emotional wounds reinstitutes
such wounding is made clear here: therapeutic governmentality does not
exist for the racialized subject.
A long section toward the volume’s beginning focuses on professional
tennis player Serena Williams’s career. Williams serves as a lodestone
through which the poems think about both how racism affects an African
American woman’s psychology and how it affects what it means to be a
black performer on a stage that has conventionally been white—inscribing
a metafictional commentary on what it means to be a black poet working in
the traditionally white form of the lyric. Citizen is filled with meditations on
being a black artist. For example, Hennessy Youngman’s Art Thoughtz, the
poem tells us, is a set of YouTube videos instructing artists how to be artists,
and black artists how to be black artists. For the latter, Youngman advises
watching the Rodney King beating video before the act of creating, in order
to channel rage, which Youngman notes is marketable. “Youngman’s suggestions are meant to expose expectations for blackness as well as to underscore
the difficulty inherent in any attempt by black artists to metabolize real
rage. The commodified anger his video advocates rests lightly on the surface for spectacle’s sake. It can be engaged or played like the race card and is
tied solely to the performance of blackness and not to the emotional state of
particular individuals in particular situations.”55 In the sections that follow,
the poems discuss the anger that builds up over time from the dehumanization people of color experience—an actual, not a performed, anger—as the
poetic persona watches Williams play tennis. “You begin to think, maybe
erroneously, that this other kind of anger is really a type of knowledge: the
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type that both clarifies and disappoints. It responds to insult and attempted
erasure simply by asserting presence, and the energy required to present,
to react, to assert is accompanied by visceral disappointment: a disappointment in the sense that no amount of visibility will alter the ways in which
one is perceived.”56 The poem goes on to explain that expressing such anger
regularly ends with the angry person being labeled insane. To avoid being
seen as insane, such rage is contained, with repercussions for the body. “The
body is the threshold against which each objectionable call [on the tennis
court] passes into consciousness—all the unintimidated, unblinking, and
unflappable resilience does not erase the moments lived through, even as we
are eternally stupid or everlastingly optimistic, so ready to be inside, among,
a part of our games.”57 Finally, Williams verbally explodes on court, channeling the anger that has built up from repeated racist insults in one particular match. “For Serena, the daily diminishment is a low flame, a constant
drip. Every look, every comment, every bad call, blossoms out of history,
through her, onto you.”58 By the end of this section, Williams has regained
her mask of serenity, no longer responding to the microaggressions, and the
poem wonders what sort of dissociation Williams has undergone. “Watching this newly contained Serena, you . . . wonder if she . . . has come across
Hennessy’s Art Thoughtz and is channeling his assertion that the less that is
communicated the better. Be ambiguous. This kind of ambiguity could also
be diagnosed as dissociation. . . .”59
Although there are moments in the volume when its “you” form of
address could apply to all readers, and thus be gathering all readers into
identification with the events described, the “you” address of this section
implies an identification between a reader of color and the African American athlete, since history “blossoms out . . . through her, onto you,” or
between the poet of color (“you” referring to the poet’s own location as a
viewer) and the African American athlete. This explicitly troubles an easy
identification of a white reader with that “you.” Certainly a white reader
may be able to identify the culture of racist microaggressions discussed in the
poems, and thus is in no way prohibited from an intellectual engagement
with them; nevertheless, the poems’ “you” ultimately does not—indeed,
cannot—include such a reader, onto whom such history never “blossoms
out.” The poems refuse to allow a white reader to identify with them. There
are other points when the text meta-inscriptionally addresses how history
informs what happens when a white reader encounters the work of an artist
of color. The poem recounts that in Youngman’s first video about how to be
an successful artist, he says that to be successful you have to “be ambiguous,” “but this might not work for blacks because if ‘a nigger paints a flower
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it becomes a slavery flower, flower de Amistad,’ thereby intimating that
any relationship between the white viewer and the black artist immediately
becomes one between white persons and black property, which was the
legal state of things once upon a time.”60 This foregrounds the relationship
between the work of an artist of color and a white reader/spectator, and
highlights how it is informed by the history of systemic racism: when experiencing art by an artist of color the white reader instantiates personhood,
while the personhood of the person of color is subtracted. This is, as the
poem makes clear, a product of structural relations—not the fault of any of
the people involved, simply the fact of systemic racism.
In light of this, it is safe to claim that the poems trouble any kind of
identification by a white reader with their “you” address. They suggest that
such an identification would only serve to reinforce the personhood of the
white reader. It is here that Citizen complicates foundational tenets around
empathy and witnessing operative in the humanities and medicine fields.
It suggests these tenets must, by historical necessity, encounter obstacles
when they are exercised between people historically seen as persons and
people historically viewed as property. Further, it suggests that using works
of art by artists of color to stimulate empathy in readers who are not of
color does a particular kind of work—work that reinforces the subjectivity
of the reader at the expense of the particular position and experiences represented by the artist of color. (Indeed, I would argue that here the poems
support Rebecca Garden’s claim that empathy is inherently objectifying of
the person empathized with and subjectifying of the empathizer.61)
The concluding section of Citizen crystallizes challenges to key principles in the fields, again, as in Don’t Let Me Be Lonely, by troubling the traditional form and function of the lyric itself. The final prose poem uses the
first person “I,” but everything that has preceded it uses the second person.
Because it is the concluding poem, it is tempting to read it as framing all
that has come before as the expression of Claudia Rankine, the poet-self
indicated by its “I”—in other words, it is tempting to read this as reauthorizing the traditional lyric investment in the expressive self. Yet the poem
itself fails to deliver the usual transcendent or sublime qualities of the lyric.
Its content gives us some reasons why. In it, the narrating voice addresses
the need to provide a conclusion: “And yes, I want to interrupt and tell him
her us you me I don’t know how to end what doesn’t have an ending.”62
The poem goes on to describe a scene in which, if we reconstruct the literal
scene it appears to index, the poet lies in bed, in the early morning, with
her male partner, who asks her to tell him a story. The poet then relates an
event from the previous day: she was sitting in her car, “waiting for time to
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pass”; another woman pulled into the space facing hers, looked at her, then
backed her car out and parked elsewhere. Although the poet is tempted to
run after the woman “to worry my question,” the poet has to be on court
for a tennis game. Her partner asks her if she won, and the poem ends with
this line: “It wasn’t a match, I say. It was a lesson.”63
Even as the use of the “I” in this final poem suggests the lyric tradition,
the enigma of the final line abjures the lyric’s usual trajectory: it offers
neither a transcendent ratcheting up of imagery or a movement toward
the sublime. The poetic meter is an insistent repetition of spondees, an
emphatic beat that refuses any lyrical softness. Instead, it has little affect
to it other than insistence, it does not solicit an emotionally intense turn,
and it emphasizes logic rather than emotions, posing to the reader a puzzle
that requires engaging reason to figure out what “lesson” was taught, or
learned, or performed. To figure out this lesson requires contextualizing
the poem within the trajectory of the entire volume, since it refers to the
trope that has been key to other parts of the volume, the tennis game. That
section, as indicated above, meditated on what it means to be an African
American artist looked at by a gaze conditioned by structural racism, and
so we might think of this as an inscription of how the lyric is a broken form
for the artist of color—or for the person of color, onto whom history blossoms out.
In those earlier verses, the poems considered Serena Williams as an
artist whose tennis game was played under the duress of being “a black
body thrown against our American background,” where white viewers
are granted personhood, and the black body is viewed as property.64 In
that section, which carefully details the many instances of explicit racism
and implicit bias enacted toward Williams by spectators, broadcasters,
and umpires, the poems conclude with a full-page photo, taken from the
sports pages, of a much-reported moment in which the white female tennis player Caroline Wozniacki mocked Williams’s powerful and voluptuous
physique—an unconventional body “type” among top female players that
has been much commented on in the press—by stuffing tissues in her top
and shorts. “It’s then that Hennessy’s suggestion about ‘how to be a successful artist’ returns to you: be ambiguous, be white. . . . Wozniacki . . .
finally gives the people what they wanted all along by embodying Serena’s
attributes while leaving Serena’s ‘angry nigger exterior’ behind.”65 This is
the “lesson” that the final poem refers back to. If racism is a tennis match
that one must endure (“Move on. Let it go. Come on.”), where the racialized subject must “let go” of the desire to pursue others “to worry my question,” the artist—whether Williams or the poet—is always under pressure
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to perform in a certain way, to give something over to the demands of
white spectatorship, to “perform personhood” in a certain way. And so, just
as Wozniacki “gave the people what they wanted” by “posing as the best
female tennis player of all time,” so in this final poem the poet attempts
to live up to the advice Youngman gave about succeeding as an artist, of
being ambiguous and white and therefore, in the case of poetry, of fulfilling the lyric contract. Yet this attempt to “be ambiguous, be white” by
delivering on the traditional lyric contract ultimately does not end with a
transcendent sublime. It ends with something that troubles the usual lyrical intensity, that instead requires that the reader think. If the tennis match
as performance and as art is a lesson for the artist/player, it can also be
a lesson to the spectators/readers who come to it expecting a particular
kind of performance—in the case of the lyric poem, a moment of intense
feeling—but are given something else: an interpretive puzzle. An obstacle
to our immediate comprehension, this puzzle forces us to give things a
second look, to question our instincts about what poetry should do. This
obstacle is an estranging force. Thus made to stumble, we are asked to see
things differently.
The fact that the lyric fails for people of color, and that this volume
prods us to see things differently, is made manifest in the two images that
follow this final poem. Neither image is captioned or otherwise explained,
and so for a few sentences I will follow the volume by not identifying them,
although to some readers they might be familiar, as they are images of
and from a famous painting.66 The oil painting on the left page depicts a
ship at sea, on what appears to be a storm-tossed ocean, above it the sun
breaking through clouds; it resonates with the preceding poem’s mention
of a “slow and cloudy” sunrise, “dragging the light in.” The image on the
right page clarifies what is going on in the one on the left, for it shows a
close-up of one area of the sea. At the image’s center is an arm jutting out
of the water, its wrist shackled, its skin a dark brown—an enslaved African,
then, drowning in the water. The form is surrounded by birds attacking the
water, many small fishes, blood, perhaps a large fish—it is hard to make out
the details, save that there is a commotion in the water as creatures feed on
the body in their midst. This close-up clarifies that the entire scene shown
on the left page is of a slave ship in a storm-tossed sea that has either lost
or discarded some of its human cargo.67
These two different images of the artwork emphasize how the frame
of an event creates its meaning. The full painting presents the sun as
the event’s center, suggesting that the power of nature to destroy and
give life is what confers sublime or transcendent meaning to the scene.
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When the focus is shifted so that the drowning body is centered, the
meaning changes significantly. With neither the transcendent sun nor
the ship shown, the refocused image foregrounds the death itself, the
abjection forced on the black body by capitalist trade. On the left page,
the image is immediately identifiable as a standard oil painting, a genre
that typically uses the aesthetics of the sublime. On the left, transcendence; on the right, meaningless murder. On the left, the sublime; on
the right, necropolitics. This reframing suggests that the aesthetics of
art bear a relationship to the necropolitical. Using a canonical oil painting, which I can now identify as J. M. W. Turner’s The Slave Ship, that
is exemplary of its historical period’s major aesthetic, Citizen suggests
that Western art’s privileging of the sublime has in effect obfuscated the
necropolitical scene in its midst, a necropolitics enacted in the colonialist
extraction of value from the commodification of humans and their labor.
These images, in other words, extend the volume’s refusal of all aesthetic
traditions that engage the sublime and the transcendent—whether it is
oil painting or the lyric—because transcendence serves to obscure necropolitics. As complement to the poetry, this visual conclusion adds force
to the volume’s overall insistence that people of color experience the subjectivity to which conventional art and aesthetics appeal much differently
than do those people for whom that art and aesthetics were originally
developed. Sublime transcendence can be upheld only for those to whom
those aesthetics have historically granted personhood.
But what, then, does Rankine offer to us as an alternative to this situation—or, in a slightly different phrasing, what else should we do with this
puzzle? Is there anything here to be learned other than the fact of a radical
negativity produced out of racial capitalism’s depletion of living beings?
Rankine’s earlier volume of poetry provides one answer to this. “Can feelings be a hazard, a warning sign, a disturbance, distaste, the disgrace?” a
poem from Don’t Let Me Be Lonely asks.68 The content of this sentence—
the actual question it asks—concerns whether feelings can disturb the subject, and its grammatical construction is similarly disturbed: the smooth
parataxis of the first elements leads into the asyndetonic dissonance of the
last two elements and thus grammatically performs the dissonance that the
sentence describes. We might understand this disturbance at the formal
level as metonymic for the disturbance that poems, because they too function to support or upend formal conventions, might have. Here the poem
describes a different set of effects for affects: that they can disturb, and
warn, or in other words, that they can jar expectations, and they can alert,
and thereby alter. These effects are those that disturb us to “distaste,” to
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encounter uncomfortable realities that have been obscured by an aesthetics of comforting and familiar affective responses. When the final line of
Citizen refuses the feeling traditionally associated with the lyric, it embodies the very sort of disturbance alluded to in the earlier volume. It asks us
to use logic to analyze the ways in which identification is promoted and
prohibited by particular ways of playing the game, and how the structure
of the game promotes certain forms of identification—or, to put this in
terms legible to the humanities and medicine fields, how it promotes certain ways of reading. Rather than helping readers reach a transcendent
moment, the work alienates and estranges its readers. Perhaps this, then, is
the lesson: the poems illustrate that all those readers who can easily enter
the collective “you” that they address are those who are already alienated
and estranged from official history and easy feelings.

Conclusion





There are many other works by which I might have mapped this argument. I selected Rankine’s work not only because of its topicality, but also
to support claims I made in the first chapter that the fields’ lacuna around
writers of color allows certain key principles to be reiterated at the expense
of considering a host of other options. Once we begin to examine works
by writers of color, those principles seem at best weak, if not irrelevant for
some populations. One can make the argument, as John Hoberman has
done and as I have suggested throughout this book, that the fields are in
danger of replicating the structural racism of the institution in which they
are embedded. This is a strong claim, no doubt, but it is one that must be
explored. Rankine’s poems suggest one route by which such an exploration
could take place. They show that neoliberalism fails the racialized subject;
along the way, they show us that neoliberalism normalizes the necessity to
feel certain ways, which becomes tied up in our expectations for how art
should make us feel.
But art has the power to register these failures, and it is often created to
show us other ways we might feel about how things are. There is much art
that works to foster disturbing, ugly feelings—in Rankine’s case, with the
intention to alter. This is art that is searching to reach outside of the vocabularies currently available to us—art that disturbs in ways that, admittedly,
are hard to articulate within familiar terms, because, to draw on Rachel
Greenwald Smith, “we don’t have names for what they do . . . if we did have
that vocabulary at the ready, the experience that they produce would not
be unsettling in the first place.”69 These works refuse to let their readers sit
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comfortably on pat conclusions, preferring instead to jar and discomfit, in
the hopes that we might think, and feel, differently. They force readers to
examine where those feelings come from, what are the social and historical
forces that go into the assumptions that guide the reading experience. It is
here that they have much to tell the health humanities about what is lost in
leaving those assumptions unexamined.

Conclusion



This book has tracked how neoliberal logic and systemic inequality shape
both digital health and the health humanities, how those logics affect
“the patient voice” and our interpretations of that voice, and how we
might develop methods of reading that identify, challenge, and move
beyond such logics. Contouring all of my analyses has been an overriding
concern with the ways that such logics affect what we do, what we create,
and what we envision creating. In this, I join many other scholars and
makers of digital culture who investigate the implications of neoliberal
ideologies on digital culture. I have brought this focus of investigation to
bear on the humanities and medicine fields in an attempt to clear some
space for them to consider their own location in institutions that have
been feeling the effects of medicine’s financialization and privatization
for a long time, and I have pointed to some ways that the introduction of
digital health technologies is intertwined with neoliberal approaches to
health. Here, I conclude the book by pointing to the ongoing tensions we
face in addressing what I have critiqued, and I point to existing projects
from which we might draw lessons as we envision future avenues for our
practices of care.
Individual chapters have laid out methods of reading for structures that
could help rethink interpretive practices that those in health education settings use to interpret cultural works. But for health care professionals reading this book, there may be lingering questions around how to integrate
my critiques of digital health within those contexts of care where digital
health tools are already ubiquitous. Such pervasive integration of digital
tools, combined with the general assumption that they are neutral in their
151
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collection of data, the categories to which they assign their data, and so
forth, may render my critiques seemingly out of reach. And yet there are
other ways such tools are being analyzed, implemented, and imagined. We
can start with one goal of this book, to underscore that claims to neutrality
are based on false assumptions about data and about technological design.
Here it might help to return to the two examples I used at the book’s beginning, the Precision Medicine Initiative and the electronic health record
(EHR). Both of these seem absolutely neutral in their construction and
aims. Yet they aren’t. The EHR, digital culture scholar Jarah Moesch points
out, sorts people into normative categories of gender and sexualities that
fail to track dynamic processes of gender and transitioning, thereby erasing the full possibility for recording the health history of trans people and
affecting their care.1 One possibility to address this rigidity of EHRs might
lie in open-source EHR systems, which could allow endless modification
of the sort of data that can be entered—it might, except that nongenderconforming people’s erasure in those EHRs has been determined by the
insurance industry. As a recent report by the Harvard Pilgrim Health Care
Foundation reveals, the insurance industry lacks billing codes that are adequate to nongender-conforming experiences and medical needs. Additionally, insurance companies only reimburse when the ultimate goal is a transition to either “male” or “female.”2 Andy Oram, a software engineer, notes
that this means insurance companies determine what is right for a particular gender,3 and as long as the insurance industry determines practices of
care, even a modifiable EHR system would face similar constraints.4
That said, there are instructive instances of care providers attempting
workarounds. Health care providers at UC Davis, who serve a large LGBT
population, realized that their EHR system was frustrating their efforts to
provide appropriate care, and so they customized a part of the software,
which Epic now offers in an implementation guide for other hospitals. And
this is well and good, a sign that such software can be modified in order to
better attend to the people it is supposed to work for. And yet Epic is neither open-source nor free software, and so when Epic uses the work performed by UC Davis employees to make Epic’s service appealing to other
health care facilities offering care to LGBT populations, Epic profits from
those employees’ labor. Additionally, when clients of the software company
voluntarily do such work, the industry is not ubiquitously pressured—or
regulated—into devising better products; rather, it is up to others to customize afterward.
The dogma of customization underwrites my other example, the Precision Medicine Initiative (PMI). Often described as moving us to an ideal
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world of personalized medicine, the Initiative’s aim—medical treatments tailored to each individual—is to institute neoliberal ideals of customization
within medical practice for the benefit of that American ideal, the atomized individual. Importantly, that customization occurs within a context
where it will ultimately be the tech corporations who will financially profit
from this new step in medical care, as data gathering for PMI is happening
through the proprietary systems of Apple (its HealthKit has already been
integrated with PMI studies) and Google (Verily, one of Google’s life sciences companies, is supplying technical knowledge to the Initiative), and
each month brings new announcements of how publicly owned corporations, whose first responsibility is to their shareholders (not the American public), are signing on to PMI studies. As this book has consistently
emphasized, tech behemoths Apple and Google are racing to become what
new media scholar Siva Vaidhyanathan calls “the operating systems of our
lives.”5 The end goal of that race is to control aggregating and owning our
data streams. That kind of control leads to broader questions, relevant to
all of US society (and all of the world, really), about how those companies define what sort of health matters, and whose; how their efforts draw
from and embed existing notions of the normal and the abnormal; and it
should make us pause to ask whether and how the devices being used are
contoured by technology design practices that embed discrimination deep
in their workings. One widely reported example of that last question is the
Apple Watch’s photoplethysmography sensor, the basis for its heart rate
monitor. When Apple released the Watch, questions arose as to how well it
worked on tattooed skin as well as on the skin of people of color (the sensor
evaluates skin perfusion via measuring light’s refraction off the skin’s surface, which, due to the systemic racism encoded in light-measuring technologies, may not work as well on skin that is not white). While the Apple
Watch support page directly addresses what people with tattoos might do
to fix the issue, the company never addressed the concerns about people of
color. Without a direct statement by the company and no reliable studies
yet, we cannot know whether these concerns around racialized technology
design have been addressed.6
Questions about models for health permeate other areas of Apple’s
technology development efforts. Apple offers developers its ResearchKit,
an open source platform for app development on HealthKit, an integral
feature of the iOS ecosystem that debuted with Apple’s 2014 update to
its iOS operating system. The code is available so that app developers can
seamlessly integrate their health and fitness apps with the iPhone and
Watch’s HealthKit—in other words, create apps that, once the user per-
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mits access to HealthKit, draw directly from the data stored there, as well
as from the phone’s movement, accelerometer, and heart rate sensors. To
inspire software developers to make use of ResearchKit, Apple, in conjunction with other institutions, holds contests with monetary awards for
app development, including one called “Mood Challenge” (for apps that
address mood). The submissions that made it to the challenge’s semifinals
illuminate what models for mental states Apple and its partners recognize
as legitimate for technology development. Of the five semifinalists, none
discuss an environmental or social model for mood, and two use psychiatric
diagnostic labels, that is, medical models. One bears a markedly neoliberal
description: “MoodSync will identify how daily mood and social environments are associated with biological aging among family caregivers. This
population is at high risk for mental and physical health problems caused
by chronic emotional distress. By triangulating assessments of social interactions, mood and affect, and cell aging via saliva collections, MoodSync
will improve our understanding of how caregivers can thrive under chronic
stress.”7 A different model of caregivers and stress might turn to the voluminous feminist literature on the topic, and then might integrate ways to
address the gendered division of care work, the nonwaged labor that family caregivers perform, and the increasing stress of caring for families in
degrading economic contexts and a neoliberal ecosystem. Of course, this
alternative model probably sounds weird to readers well-versed in the culture of mental health tool development; and yet its foreignness is part of
the problem, for it signals the extent to which dominant medical models
are so baked in to cultures of development that they have become second
nature. In turning to Apple, initiatives like the PMI ensure the continued
hold of medical models.
Collectives engaged in practices that diverge from the Western ownership model can help outline tactics to envision digital health otherwise, ones
that do not reproduce institutional knowledge structures and their hetero
patriarchal, ableist, and racist frameworks. Such collectives often form
with the explicit intention of refusing those frameworks and, sometimes
explicitly and sometimes not, refusing the model of proprietary ownership that undergirds such knowledge and frameworks. An example of such
a collective is Gynepunk.8 The group, located near Barcelona, uses open
source digital technologies to allow women and gender-nonconforming
people to conduct their own gynecological exams. The group has designed
their own centrifuge, microscope, and incubator, and they provide what
they call an emergency biolab for sex workers, refugees, and other people
disdained by the official health care system. Their goal is to allow women
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and trans people full autonomy over their bodies and reproductivity. The
echo of the 1970s feminist health movement and the Black Panther Party’s
health activism is unmistakable here.9 Like feminists who conducted selfexamination workshops and Black activists who established free health
clinics, Gynepunk works to establish self-sustaining networks that can
practice their health activism, using this century’s tools of 3-D printing
and the circulation of knowledge over digital networks. Other stigmatized
groups have established similar collectives that work outside of established
medicine’s jurisdiction. An example of a collective that uses the Internet as
a means to circulate information is the Icarus Project, which refuses the
psychiatric diagnostic label “bipolar” and instead disseminates other models for conceptualizing mental states.10
Although outside the purview of this book, nevertheless biohacking
communities, especially as they are practiced by marginalized peoples, often
instantiate the same principles I am outlining. In particular, trans activists
are exploring forms of “nomad science”—science removed from its institutional boundaries––and coupling it with biohacking tools, a partnering that
liberates the possibilities for body modification and transformation outside
the boundaried parameters set by state and corporate science. Institutional
medicine has historically pathologized trans and gender-nonconforming
people; within established science, in determining the science for transitioning, conservative frameworks for what maleness is and what femaleness
is operate. According to one theorist, “nomad science” better delineates the
creativity available to trans and gender-nonconforming people once they
have the capacities to hack their own bodies and, importantly, to generate new knowledge from those creatively applied capacities.11 Trans artists
such as Ryan Hammond, who works to synthesize hormones outside the
ownership platforms of pharmaceutical corporations, practice important
versions of nomad science.12
Yet it is difficult to offer these examples as some right-around-thecorner solution, because neoliberalism and its imperative to integrate
everything within markets waits around that corner as well (at least as far
as most of us can see). A succinct example of that imperative is the story of
CureTogether.com. Established in 2008, CureTogether, like other patientnetworking sites, asked members to volunteer data about their conditions.
In its early years, the site ran studies of the treatments that worked best for
patient communities, measuring the cost and efficacy of a treatment. In
almost all cases, the results showed that non-Western alternative methods
worked best, with pharmaceutical treatments falling low on the effectiveness scale. That a site running such studies without private funding for
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the research also found that treatments whose research studies had been
privately funded were not effective seemed in many ways telling, a kind
of dangerous nomad science that went against the process and findings of
state science. In 2012, the site was purchased by 23andMe, the for-profit
genetic testing company. This means that all data volunteered by CureTogether’s users in the context of not-for-profit research has now been
introduced into the for-profit setting of 23andMe. (Additionally, prior to
being purchased, CureTogether offered users a platform to upload genetic
testing results, whether those had been performed by 23andMe or any of
the other direct-to-consumer genetic testing companies, so in purchasing
CureTogether, 23andMe expanded its genetic database.) On CureTogether’s blog, its founders reported the acquisition as an advance that would
join genetic databases with the phenotypic data CureTogether had gathered, thereby enabling new findings into the genetic basis of disease. The
site’s users were never contacted for input on this acquisition.13 The notion
of a collective––a community of patients engaged in research for the good
of the group, with its general evocation of a democratically constituted
commons––here gave way under the pressure of the market imperative
context in which all data collection is situated.
While the humanities and medicine fields develop new methods for
addressing the effects of structural racism and other systemic oppressions
on health, they must not forget that technology is inscribed with these
same structural forces, and that such forces underlie all technological
development. What will this mean, for example, as roboticists work to program empathy into AI and medical device developers market “empathy”
machines? As their techniques improve, the medical humanities and narrative medicine’s key aim of teaching future health care workers empathy
and listening skills will be harder to defend as something unique to humans
learned through close reading of literature and art. When we reach the
point at which the market accepts that AI can mimic core human qualities,
the fields would be better positioned if they were training their powers of
observation on digital technologies and close reading the ideologies that
underpin them. In this, the fields have good company in the broad body
of work in cultural studies of science, technology, and medicine infused
by a desire for more just worlds. And they might then bring to fruition
their early unease with the technologization of medicine, a feeling still very
much with us. Doing so, in our digital era, might be a better method to
engender spaces in which care is more just, and more humane.
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