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“ An extraordinary work of disciplined observation and astonishing precision, 
Malignant reveals how the common course of cancer has worked its way 
into the American imaginary.”
— Jonathan Simon, Adrian A. Kragen Professor of Law, 

UC Berkeley School of Law

“ In my nineteen years as a cancer survivor I have never read a book that was 
so spot-on when it comes to understanding the inadequacy of our current 
plan of attack in the war on cancer, which we have been fi ghting for over 
thirty years.”
— Natalie Conforti, three-time young adult cancer survivor and advocate

“ Lochlann Jain is the rare academic whose writing is as beautiful as her ideas.”
— Carl Elliott, author of White Coat, Black Hat: 

Adventures on the Dark Side of Medicine

“ In this alternately galvanizing and moving report, Jain offers both a queer 
patient’s–eye view and an astute scholar’s analysis. Malignant extends the 
scholarship and activism surrounding HIV/AIDS to alert us that, in the case 
of cancer, ubiquity = death.”
— Lisa Duggan, author of The Twilight of Equality? 

Neoliberalism, Cultural Politics, and the Attack on Democracy

“ As cancer increasingly becomes a metaphor for our lives, what do we do 
about the growing evidence of the role of the environment in cancer 
causation? Jain’s complex and nuanced picture challenges the reader to dig 
down for our own conclusions. Malignant will be of enormous value.”
— Judy Norsigian, Executive Director, Our Bodies Ourselves

“ Lochlann Jain offers a fresh and profound set of insights about the total 
social fact of cancer in the United States. Patients and cancer prevention 
advocates will benefi t enormously from reading this fascinating book.”
— Richard Clapp, Professor Emeritus, Boston University 

School of Public Health 

“ How is it possible, S. Lochlann Jain asks in this moving, brutally honest 
book, for cancer to ‘be inside so many people and remain outside society’? 
This searing exploration . . . helps us understand why government, 
corporate, and military leaders are so reluctant to embrace cancer as a public 
issue and how their failure to do so affects our understanding of the disease.”
— Gerald Markowitz, coauthor of Deceit and Denial: 

The Deadly Politics of Industrial Pollution



“ Both extremely personal and highly analytic, Malignant offers an 
idiosyncratic, irreverent, and probing mash-up of cancer in the U.S. today. 
The cancer that emerges is untidy, more a set of relationships than a thing. 
While highly critical of standard claims to authority and expert knowledge, 
suppressed politics, misplaced priorities, and victim blaming, Jain retains 
empathy and humor.”
— Robert A. Aronowitz, author of Unnatural History: 

Breast Cancer and American Society

“ Jain takes an anthropologist’s approach to exploring the intricacies of an 
experience on a shared cultural stage. This book brings new insights into 
the lived struggle of a patient, activist, and academic in understanding 
the full complexity of cancer.”
— Karuna Jaggar, Executive Director, Breast Cancer Action

“ Lochlann Jain’s brilliant memoir/documentary offers us a thoroughly 
uncomfortable, provocative, and enticing read. We are led, step by 
meticulously researched step, into the abyss of the cancer culture, all the 
while being invited into the intimacy of Jain’s own cancer story as a 
young adult. Malignant is a necessary read for our time, a remarkable 
achievement.”
— Janie Brown, Executive Director, Callanish Society

“ From the minute you start reading the fi rst pages of this book, to the moment 
(hours later) when you arrive at its last pages, Lochlann Jain manages to grip 
you and hold you captive. The writing is marvelous, and the scholarship is 
incredible—but you aren’t prepared for the disarming humor, or the delicate 
dissection of the psyche that Jain achieves. I could not stop reading this 
book. In the end, found myself enriched and wiser for it.”
— Siddhartha Mukherjee, author Emperor of All Maladies: 

A Biography of Cancer (Pulitzer Prize winner)

“ Malignant is a brilliant piece of medical anthropology, a beautifully poetic 
fusion of the personal and the political.”
— Robert  N. Proctor, author of Golden Holocaust: 

Origins of the Cigarette Catastrophe and the Case for Abolition
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Introduction
We Just Don’t Know It Yet

I knew a woman who went to medical school because she wanted to be 
with people at critical, life-changing moments; she imagined that shar-
ing dire information would create an intense mutual experience.

My own decidedly undramatic life-changing moment took place in a 
tiny, somewhat battered offi ce. The doctor fl ipped back and forth and 
back again among the three pages of the report she had received from 
my radiologist. As she fi dgeted, I surveyed the posters on her offi ce wall 
of Banff National Park, in the Canadian Rockies, where I had been hik-
ing the previous day as I wound up a visit with my parents before fl ying 
back to my job in California.

As my eyes wandered, I could tell the doctor really, really didn’t want 
to look at me. Finally, she glanced up and, in a last-ditch effort to avoid 
her part in the vaunted Bad News Experience, asked if I already knew 
what the report said. I shook my head.

A few minutes later, as we drove away from the curling-edged post-
ers in that offi ce and toward the surgeon’s offi ce to see how soon I could 
get the cancer out, my mother called my dad and asked him to look 
after the kids for another couple of hours. Meanwhile, I looked at more 
pictures—this time, those in the brochure the nurse had given me. I 
speculated on what “invasive” meant. Half of all Americans will be 
forced to consider this word at some point, and half of those will die 
wondering why the billions of research dollars thrown at the word 
haven’t exterminated it from the English language.
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Cancer can kill: this fact makes it concrete. Americans collect data on 
it, write histories and memoirs about it, blog about it. Still, it’s a devi-
ous knave. Cancer takes some people within days of diagnosis, while 
other people spend years waiting for a fi nal outcome. While one sleeps 
it may clump into hard or soft tumors, or it may eddy into lymph fl uid 
or lodge in the crook of one’s liver or lung to initiate new colonies. 
Often the treatment, not the cancer, ties one to the sofa. At diagnosis, I 
knew I was in trouble not because of how I felt, but by the look on my 
mother’s face.

Too wily to be tethered to a solid noun, the conundrums of cancer 
match its craftiness. Despite news articles promising a cure since 1907 
(albeit by putting patients into the ice box),1 scientists continue to furi-
ously debate how cancer arises, whether it should be studied as one 
disease or hundreds, whether mice provide adequate research models, 
and who might benefi t from the arsenal of commonplace, if dangerous, 
cancer treatments such as chemotherapy and radiation. Policymakers 
and political lobbyists discuss (or don’t) how to test and regulate the 
thousands of carcinogens in our environment and the signifi cance of 
cancer clusters. And despite some of the shiniest, priciest, most marble-
staircased hospitals in the country, treatments remain only partially 
effective for most cancers. The word’s tangibility dissolves in sheer 
baffl ement, for doctors and patients alike, over what, exactly, it 
describes.

A week after my diagnosis, following the fi rst of several operations, 
my surgeon presented me with my pathology report. Abbreviated as 
“path report,” this description of the removed tissue joins other morsels 
of cancer lingo, such as the conversion of stomach-wrenching chemo-
therapy into the too-familiar “chemo,” the more manageable “mets” or 
“hotspots” for life-threatening metastases. His meeting with me and my 
mom was especially awkward because my mother had been a student of 
his in a medical school class that had petitioned against his use of porno-
graphic slides in his lectures. A clearly nervous medical student joined 
the quartet.

Dr. Slideshow had surely had similar interactions hundreds of 
times—the patient’s questions hastily scrawled on slips of paper, based 
on half-understood newspaper articles summarizing medical trials; the 
uneasy smiles; the vague attempts at reassurance. The physician’s role 
in going over the path report must get tedious; despite the shock and 
horror for the patient, cancer treatments are fairly rote, based on ludi-
crously few variables.
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My path report began with a description of the original tissue: “In 
the fresh state, the specimen weighs 683 g.” (Fresh! Specimen!) I pic-
tured the lump of fl esh on a Weight Watchers scale ready for dissection. 
From the description of what had been my tissue, the report rapidly 
narrowed into a series of inscrutable markings and scores. It indicated 
how many nodes contained cancer and how many and what size the 
tumors were. At that time, I had only the vaguest notion of cancer—so 
far in my brief cancer-life it had been a conglomeration of humiliation, 
shame, a thing that threatened my shot at tenure, and random concerns 
about artifi cial sweeteners and nonstick pans. The path report, in con-
trast, represented cancer as a set of numbers. The image of a computer 
converting lines of poetry into zeros and ones fl ashed through my mind.

The path report rendered my fl esh into data points comparable to 
other people’s fl esh, and from there into a mountain of evidence about 
various treatments. By the time treatment ended, the “specimen” would 
be far from “fresh,” so the mobile path report came in handy. I took it 
to the members of my cancer circle—the many specialists who could 
translate the numbers into their expert languages—and later, in consid-
ering a medical malpractice suit for three years of missed diagnoses, to 
my attorneys. The report became a vector connecting me to all the 
bureaucracies each represented. My fl esh had become the pathology 
report—portioned, sliced, fl attened onto slides, observed, categorized, 
and fi nally rendered into this emailable document.2

I couldn’t see a way to admit that the three pieces of paper so utterly 
wrecked me and at the same time audition for a strong character role 
within the medical performance (surely the patient should be a respect-
able, full-fl edged member of the team, not merely a victim of circum-
stance?). In truth, I didn’t know the least thing about my new role. I 
could more or less enact curiosity-driven researcher, loving girlfriend, 
stern teacher, doting Mima, dependable big sister, cash-strapped daugh-
ter, fun-loving chum, polite dinner guest, competent student, active 
teammate . . . but sick patient? Not in my repertoire.

The italicized type and banal offi ciousness of the path report served 
as my portal to an entirely new world, one Susan Sontag lavishly 
described as “the kingdom of the ill.”3 My journey to this kingdom dif-
fered from the romantic tradition of my discipline, anthropology, whose 
research trips require years of language preparation and mythic days 
fl oating down pristine rivers in dugout canoes. The moat I crossed to 
take up my new residence was more like a silty, crocodile-fi lled gorge, 
with no paddle in sight.



I had previously thought of cancer as a straightforward enough, 
if unwanted, thing embedded in a well-oiled institution that closely 
monitored its fl ock in pursuit of the knowledge that would shortly 
result in a cure. The histories of cancer that I’d read generally told a 
story of progress, from the use of primitive treatments (ground puppy 
bones, sandalwood, turpentine) to more effective ones (x-rays and 
vaccines.)4 Even the bleakest of histories assume that a cancer (part 
cell division, part social history) can be described within the context 
of the history of medicine and the evolution of research strategies, 
treatments, and activism.5

In that moment of my postdiagnostic, post-fi rst-surgery encounter 
with the doctor-resident / path report / mom-gown-bandages / possible 
micro-metastases / white coat / tiny room, I realized that no well-man-
aged organization watches over cancer. Cancer, in all its nounishness, 
refers to everything . . . and nothing. Cancer pervaded the offi ce, resid-
ing in each of these objects and people and the relations among them, 
but nowhere could it be specifi ed as a thing. The main tumors were 
gone: cancer had only just begun.6 What on earth, then, do we mean 
when we refer to this concept, cancer?

Bitter debates, driven by jostling participants, rage around basic 
questions. Should premalignant lesions count as cancer when it comes 
to gathering statistics and deciding on treatment? Should insurance 
cover the costs of not exactly medically necessary reconstructive sur-
gery? What about experimental treatments? Where and how should we 
even be looking for cancer? In each of these issues, the stakes are enor-
mous, yet hardly anyone seems to challenge the terms and intersections 
of the debates. Anything but an objective thing, cancer can be better 
understood as a set of relationships—economic, sentimental, medical, 
personal, ethical, institutional, statistical.

Given the billions spent and made in developing treatments and the 
magnitude of the destruction of bodies and the social fabric, we desper-
ately need new ways of understanding cancer—not as a disease await-
ing a cure, but as a constitutive aspect of American social life, econom-
ics, and science. Malignant builds on this idea, presenting cancer as a 
process and as a social fi eld, while also exploring its brutal effects at the 
level of individual experience.

I read personal, medical, economic, cultural, and epistemological 
together. These realms have—in often entirely obvious but complexly 
discounted ways—misleadingly separated the fact of cancer from its 
all-too-human interpretations. My mash-up includes the peculiar 

4  |  Introduction



Introduction  |  5

authority of the socio-sexual psychopathologies of body parts; the 
uneven effects of expertise and power; the possibly cancerous conse-
quences of donating eggs to a girlfriend desperate to have a baby; the 
huge industrial investments that manifest themselves as bone-cold 
testing rooms; and the teeth-grittingly jovial efforts to smear makeup 
and wigs over the whole messy problem of bodies spiraling into pain 
and decay.

The quest to discern the interests behind how and when cancer is 
named can also diagnose the interests that produce and treat the dis-
ease. Malignant seeks the places at which these reciprocating diagnoses 
most paradoxically intersect, such as prognoses, research trials, legal 
battles, and screening debates. Unraveling the guiding logics of these 
institutions enables us to better understand who claims knowledge 
about cancer, and how—through methods as varied as statistics gather-
ing or lay experience. While my argument will hopefully be useful in 
considering other diseases, a focus on our affair with this fundamentally 
unknown illness uniquely shines light on the institutions and perspec-
tives that constitute illness in America.

perfect storm

If you look up cancer in a medical dictionary, you will read that can-
cer begins when an injured cell speeds up the normal process of divi-
sion. Eventually these quickly dividing cells may form a tumor, which 
then may build its own set of blood vessels in order to feed itself in a 
process called angiogenesis. (Blood cancers, or liquid tumors, don’t 
form static tumors in quite the same way.) Some cells may break off 
from a localized tumor and move to a different part of the body, 
colonizing a vital organ or bone. For most cancers, once this metas-
tasis happens, you are probably sunk (a term one will not fi nd in 
medical journals but that nonetheless feels accurate). These distin-
guishing features describe at least several hundred diseases that fl ut-
ter under the cancer banner.

A more truthful account of cancer would require a full-blown epic 
movie series, for cancer has become a central, silent, ubiquitous player 
in twentieth- and twenty-fi rst-century America. One would watch 
images of our greatness fading in and out to a heart-swelling orchestral 
score. Each of America’s iconic industries—agriculture, oil and gas, 
cosmetics, plastics, pesticides, tobacco, medicine, construction, military
—has undoubtedly led to tens of millions of cancer deaths. The unique 



way in which cancer presents, decades after exposures, makes it central 
to the growth of both the industries and the illness, in short, to the exis-
tence of the United States as we know it.

If I were to direct such a movie, I would start by examining how 
cancer has become a potent metaphor for anything evil or scary. As a 
result, cancer—or at least the fi ght against it—provides a moral ground 
for anyone taking a stand against something bad, something that 
indeed might “metastasize” or spread, whether guns, fascism, or gay 
people. If the disease itself provides the archetype of malevolence such 
that “curing cancer” offers an equivalent to “saving the world” in all 
kinds of thought experiments, the stereotype of the diseased victim that 
one treats with kid gloves can be useful, too. Witness Tour de France 
winner (or ex-winner, since he has now been stripped of his seven vic-
tories) Lance Armstrong’s use of his year in treatment to at once explain 
his greatness and divert attention from his performance-enhancing 
drug use.

Tobacco’s relation to cancer has been well rehearsed. But for good 
measure my production crew would run footage from the 1970s, 
describing how the cigarette industry brains shifted the demographics 
of lung cancer with the jingle “You’ve come a long way, baby” for 
their special feminist cigarette, Virginia Slims. By sponsoring women’s 
tennis and advertising specifi cally to African Americans when no one 
else would, cancer incidentally joined progressive causes. The tobacco 
industry’s role in cancer does not end with the millions of lung cancer 
deaths. The industry inadvertently enabled the rise of the fi eld that 
became epidemiology as a result of controversial attempts to link lung 
cancer to smoking. My blockbuster would describe how cancer also 
provided opportunities for major public health campaigns and philan-
thropic endeavors, shaping the form of both of those areas of the 
American Experience. In one ironic twist, the widow of the ad execu-
tive behind the 1930s advertising campaign “Reach for a Lucky 
Instead of a Sweet” became one of the main activists promoting the 
War on Cancer, launched in 1971. Cancer giveth fortunes and taketh 
them away.

Another thread of the documentary would focus on notable Ameri-
cans prematurely lost to the disease: from Steve Jobs to James Baldwin, 
from Humphrey Bogart to Judi Bari. A full section would detail the life 
of Rachel Carson, the scientist who initiated the modern environmental 
movement with her book Silent Spring before her own name was added 
to the list of brilliant people—people we needed—dead of cancer. I’d 
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include a section titled “The Celluloid Send-Off,” which would review 
a century of fi lm and the star appearances of cancer as a sentimental 
storytelling trope.

I would wrap my producer’s blood pressure cuff around the military 
technologies that pumped the lifeblood of an American Century. The 
development of chemotherapy resulted from the autopsies of soldiers 
who had been killed by nitrogen mustard gas in World War I; it was 
found that the gas eradicated white blood cells from bone marrow and 
lymphatic tissue. Although the use of radiation as an experimental ther-
apy for cancer patients began before World War II, the increased focus 
on its development coincided neatly with the government’s attempt to 
represent the “friendly” potential of nuclear technology. (Sure, radia-
tion killed all those Japanese people, but it can do good things too!) 
Both of these cancer treatments led to the creation of a massive, power-
ful, and lucrative infrastructure even amid controversy about their effi -
cacy. The military and cancer have enabled one another in ways that 
have yet to be understood.

Midcentury cancer experts adopted industrial research methods—
often those developed by the automobile industry—in which multidisci-
plinary teams worked together.7 Meanwhile, the use of cancer patients 
for medical experiments during the early and mid–twentieth century led 
directly to the development of the human subjects protocols in 1978 
that now protect patients and guide all manner of research. At least half 
an episode of my fi lm would be devoted to the fi rst treatments for the 
HIV/AIDS epidemic, which were initially developed as experimental 
cancer treatments in the 1960s. 

We would have to fi gure out a way to trace the forces at play in the 
appearances and disappearances of the corroding bodies that lie at the 
center of each of so many confl icting projects.

None of these facets of cancer-in-action are in the dictionary—but 
they would be in my documentary. So would the growth trajectory of 
the pharmaceutical industry, along a crucial vector starting with Jonas 
Salk’s 1955 claim that patenting the polio vaccine would be like patent-
ing the sun and extending to Genentech’s proclamation in 2008 that it 
would charge the highest market rates for its cancer drug Avastin. (And 
it did so for three years, until the Food and Drug Administration [FDA] 
withdrew Avastin from the market as a breast cancer treatment, since it 
did nothing to improve survival rates.)8

The documentary would not, however, attempt the impossible proj-
ect of unscrambling the too-quickly dividing cells from American 



history. Much as we might want to render cancer an external threat to 
be battled, it just is not so. Cancer is our history. Cancer has become us. 
Manifest within individual bodies—many, many bodies—it is also 
embedded within this country’s key industries, medicine not least 
among them.

The combination of a for-profi t medical system, the rise of trials and 
institutionalized industrial methods of cancer research and treatment, 
and the enormous investments required for radiation and chemother-
apy have created the perfect storm, turning the once-backwater spe-
cialty of oncology into a major economic force that ties together treat-
ment, pharmaceuticals, insurance, law, and research. Cancer has the 
highest per capita price of the nation’s medical conditions.

In the last fi ve decades, cancer has gained traction as a multibillion 
dollar business. The National Cancer Institute’s budget alone totaled 
$5.3 billion in the fi scal year 2011–2012; other federal agencies (includ-
ing the FDA, Centers for Disease Control [CDC], and Department of 
Defense [DOD]) chip in a further $670 million for cancer research; and 
nonprofi ts, industry, and the state contribute several hundred million 
more.9 The National Cancer Institute (NCI) reports that the medical 
costs of cancer care add up to some $125 billion, with a projected 
39 percent increase, to $173 billion, by 2020,10 while the National Insti-
tutes of Health (NIH) doubles that with an estimate for 2010 of $263.8 
billion. Their accounting includes $102.8 billion in direct medical costs 
(or health expenditures), $20.9 billion for indirect morbidity costs (lost 
productivity due to illness); and $140.1 billion for indirect mortality 
costs (lost productivity due to premature death).11

While some methods of calculation fi nd that cancer and its patients 
take up too many resources, from another angle, cancer patients are cash 
cows. Each cancer patient generates millions of dollars in revenues. If one 
wonders why we would extend the life of a pancreatic patient for a dozen 
days with a $16,000 drug, let’s remember that this money does not evap-
orate after twelve days; it continues to circulate in stock prices, salaries, 
and smaller crumbs of an infi nitely profi table cancer pie.12 Just as the 
demon of communism justifi ed the proliferation of a lucrative nuclear 
industry, so cancer fi lls the core of so many economies that if a cure were 
to be found, the economy might just crash.13

The medical industry has found a way to align (or perhaps it emerged 
from the alignment of) just enough ducks to be able to tart up a coercive 
economy in market terms. Putting a market value on health makes this 
possible. If you wanted my money, the best way to get it would 
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certainly not be to rob me (I have only $43 in my pocket) or to take me 
to court (my insurance will offer you only $1 million if you slip on a 
banana peel in my apartment). Nor would it be to take me to the collec-
tion agency, offer me a mortgage, or get access to my life insurance. The 
best way to get my money would be to offer me many rounds of treat-
ment for a deadly illness and make sure my insurance pays for them. 
For medical care—more than housing, childcare, education, food, fash-
ion, transportation, or gym fees—an insured person can pay much, 
much more than his own worth. She can pay much more than any free 
market would bear. This economic skew creates a health bubble in 
which anyone with insurance, and especially anyone with both cancer 
and insurance, is a gift that just keeps on giving to those who can pro-
vide what he needs.14

The resulting distortion affects consequential defi nitions of health. 
My fi nancial advisor, for example, might recommend that I take pills 
with a co-pay of $35 a month, rather than pay a gym membership fee 
of $99 a month. Costs remain high even for tests and treatments that 
have not signifi cantly improved in the last decade, such as magnetic 
resonance imaging. It’s no surprise, then, that healthcare has become 
the most profi table industry in the economy.15 And most people will pay 
anything for a small chance at living longer. As one young man put it, 
“If they told me to eat pinecones, well, I would do it.” If oncologists 
started prescribing them, and insurance covered the cost, pinecones 
would become more and more expensive. One in fi ve dollars in the 
economy goes toward this haphazard version of “health.”16

As many commentators have noted, a privately funded, for-profi t 
medical system does not create the most likely scenario for the shatter-
ing of scientifi c frontiers. The pharmaceutical industry offers a case in 
point. With the cost of bringing a drug to market in excess of $800 
million and low FDA approval rates for new cancer drugs, any invest-
ment in new drugs is highly risky. Simple math confi rms that drugs 
with expandable markets will bring more profi ts than drugs for tar-
geted illnesses impacting smaller populations. The annual top-ten list 
of most profi table drugs in the United States typically includes drugs 
with elastic defi nitions of diagnosis—depression, anxiety, insomnia, 
high cholesterol, sexual dysfunction: all markets that have been steadily 
increasing.

This market force disinclines private industry from working on sub-
categories of cancer. Various problems result. First, drugs are often 
tested on large and diverse subject groups in order to capture the largest 



populations. The results of such studies make it impossible for doctors 
to extrapolate just which individuals would benefi t from any given 
treatment. Second, little incentive exists to produce generic drugs, which 
bring low profi ts. For this reason, for example, mechlorethamine, or 
nitrogen mustard, one of the original chemotherapy drugs tested in the 
1960s in the treatment of childhood leukemia, has been in short supply. 
A recent study on the impact of the shortage found that the substitute 
drug signifi cantly reduced survival, having “devastating effects on [chil-
dren] with [otherwise curable] cancer.”17

Several common cancers, therefore, come under the purview of rare 
diseases, which the Orphan Disease Act of 2002 describes as affecting 
“more than 200,000 in the United States and for which there is no rea-
sonable expectation that the cost of developing and making available in 
the United States a drug for such disease or condition will be recovered 
from sales in the United States of such drug.”18 This remains generally 
the case even with the rise of a few “boutique” drugs, in which extremely 
expensive drugs are profi table at the cost of excluding many from 
access.19 Ironically, what makes for good science makes for poor eco-
nomics; subsets shrink markets, thus reducing the chances that compa-
nies will develop more specifi c treatments.

Thus, health resists market quantifi cation. Putting health in market 
terms somehow crushes the notions of choice that undergird true mar-
ket actors and give them an intimidating tinge (sure, you could refuse 
this $100,000-a-week incubator for your sick child). Such systematic 
market and health forces have nothing per se to do with ill intent. (I’m 
not saying that anyone is evil.) No one necessarily wants corporate 
interests to trump human well-being or important scientifi c research. 
But the chances that a sector whose binding legal concern is stockholder 
profi t will lead to adequate research and better public health are slim. 
When the question becomes one of math, anyone can do it.

While insured people can “afford” much more than we are worth, 
the expenses that remain, such as co-pays, deductibles, or costs after 
certain coverage ceilings, can be crushing. When I moved from Canada 
to the United States to go back to work after my treatment (yes, I ended 
up staying in Canada for treatment), my insurance covered only 
80 percent of my follow-up medical care. The bills from the Stanford 
Cancer Center for the remaining 20 percent added up to hundreds and 
then thousands of dollars (much more than I was told when I called in 
advance to fi nd out how much it would cost, and more than half of that 
total resulting from an accounting error). The bills came weekly, not 
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monthly—no matter how many hours I spent on the phone explaining 
the mistake. Soon enough I felt trapped inside a snow globe with end-
lessly generated medical bills spilling down around me, creating ghastly 
drifts of white envelopes with that Stanford crest that came to mean 
“do not open this.” Collection agencies call 46 percent of cancer patients 
in the United States; I was one of them.20 Experts often attribute over 60 
percent of personal bankruptcies in the United States to the catastrophic 
fi nancial burden of illness, with little mention of the skewed economy 
that distributes not just enormous wealth but also enormous debt. Even 
if you enter the illness casino with a few coins jangling in your pocket, 
seeking healthcare is a gamble in which the house enjoys vastly superior 
odds.

To add to the built-in paradox of the for-profi t healthcare system, 
money made from treating cancer aligns a little too comfortably with 
the profi ts made from causing cancer. In the FDA’s fi rst attempt to 
bring cigarettes under their regulatory purview as a drug (nicotine) 
delivery device, the Supreme Court in 2000 weighed economic and 
physical health and, in the fi nal opinion, explicitly noted that the 
tobacco industry played too important a role in the U.S. economy to 
be regulated by the FDA—even as it recognized that nicotine was an 
addictive drug whose dose tobacco companies intentionally manipu-
lated.21

Here is another example that demonstrates the tightly linked inter-
ests that both cause and treat cancer. In 1978, Imperial Chemical Indus-
tries (ICI), one of the largest companies in the world, specializing in 
agrochemicals and pharmaceuticals, developed the cancer drug tamoxi-
fen. In 1985, along with the American Cancer Society, ICI founded the 
National Breast Cancer Awareness Month with the aim of promoting 
mammography as the most effective tool against breast cancer. In 1990 
Imperial Chemical Industries was accused of dumping DDT and PCBs, 
known carcinogens, into the Long Beach and Los Angeles harbors.22 
Zeneca, producer of tamoxifen, demerged from ICI in 1993, and later 
merged with Astra AB in 1999 to form AstraZeneca. Astra AB had 
developed the herbicide acetochlor, classifi ed by the EPA as a probable 
carcinogen.23 In 1997 Zeneca purchased Salick Health Care, a chain of 
for-profi t outpatient cancer clinics. Subsequently AstraZeneca launched 
a major publicity campaign encouraging women to assess their risk fac-
tors for breast cancer, downplaying the dangers of tamoxifen in order 
to create a market for its prophylactic, or chemopreventative, use and, 
more recently, for the breast cancer drug Arimidex (anastrozole), 



approved in 2002 and used as an alternative to tamoxifen (Arimidex 
went off patent in 2010).24

Dr. Samuel Epstein, a professor emeritus of occupational and envi-
ronmental health at the University of Illinois School of Public Health, 
commented on this situation: “You’ve got a company that’s a spinoff 
of one of the world’s biggest manufacturers of carcinogenic chemi-
cals, they’ve got control of breast cancer treatment, they’ve got con-
trol of the chemoprevention [studies], and now they have control of 
cancer treatment in eleven centers—which are clearly going to be pre-
scribing the drugs they manufacture.”25 AstraZeneca has been suc-
cessfully sued by several states for illegal price infl ation of tamoxifen. 
Among other such cases, AstraZeneca settled one in Idaho and lost 
another on appeal in Massachusetts when the court upheld a $12.9 
million fi ne.26

Similarly, even while General Electric and DuPont sell millions of 
dollars’ worth of mammography machines and fi lm annually, they have 
also poured tons of toxic waste into the air and water, creating high 
numbers of Superfund sites (abandoned hazardous waste sites so desig-
nated by the Environmental Protection Agency).27

In such a climate, the focus on awareness and screening does not 
bring us any closer to understanding the ways that key aspects of the 
economy involve both causing and treating cancer. (All of us who drive, 
buy strawberries, live in homes, wear PJs coated with fl ame retardant, 
and receive purchase receipts covered in carcinogens take part in that.) 
Yet even if one believes in the legitimacy of causing and curing cancer 
as market opportunities, cancer cannot be understood solely through an 
analysis of economic interests.

Susan Sontag believed that one must free illness of its metaphors in 
order to truly see it, and she dug up the history of derogation surround-
ing the proverbial emperor of maladies.28 I suggest, on the contrary, that 
the key lies not in undressing the emperor, but in examining the cos-
tumes. Cancer appears only at the nexus of our ways of thinking 
about it. I don’t mean to argue that “it” doesn’t exist, or that it doesn’t 
maim and kill people. But it can’t carry meaning outside of the meshy 
nets we use to locate and describe it. The history that Sontag identifi ed, 
as well as many other histories that she didn’t, offers clues about can-
cer’s role in America.

Cancer, as a chimera, gains different registers of meaning in different 
places. It envelops and is an effect of oncologists, insurance provisions, 
support groups, survivor workshops, and medical research. Cancer is 
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stacks of Reader’s Digests, furtive glances and hasty conversations in 
waiting rooms. It is evenings spent working out complicated medical 
bills and long phone calls with befuddled insurance bureaucrats. It is 
cracking the code of how to play your “cancer card” and what value, 
versus what backlash, it might have. It is wondering if anyone would 
come to your funeral. Would you look like a big dork if you died in the 
summer while everyone was on vacation?

In a renowned 1923 analysis of gift exchange in different cultures, 
the French anthropologist Marcel Mauss unpacked connections he 
found in a ritual that had previously been understood as the purely 
benevolent act of offering and receiving. In so doing, he coined a term, 
total social fact, for a practice whose effects both connect and fi ssure 
through seemingly distinct areas of life, thus weaving them together. 
In a legendary passage, Mauss explains the total social fact (I substi-
tute cancers here for practices of gifting that he describes): “These 
phenomena are at once legal, economic, religious, aesthetic, morpho-
logical and so on. [Cancers] are legal in that they concern individual 
and collective rights, organized and diffuse morality; they may be 
entirely obligatory, or subject simply to praise or disapproval. [Can-
cers] are at once political and domestic, being of interest both to 
classes and to clans and families. They are religious; they concern true 

figure 1. California 
Proposition 65, passed in 1986 
through a ballot measure, 
requires businesses to post 
warning signs when exposing 
customers or bystanders to 
specifi c levels of chemicals listed 
on a twenty-two-page roster of 
known, legal carcinogens. The 
business must determine any 
likely exposure that will result 
from a chemical. The signs are 
posted everywhere in California, 
like fl ags of surrender. (Photo by 
author, Stanford Cancer Center 
parking lot)



religion, animism, magic and diffuse religious mentality. [Cancers] are 
economic, for the notions of value, utility, interest, luxury, wealth, 
acquisition, accumulation, consumption and liberal and sumptuous 
expenditure are all present.”29

Like a Maussian gift, cancer has entered our collective imaginations 
at all of these levels. Not only does it work through the metaphors of 
metastasis, recurrence, and remission, but it is also at one moment a 
paper trail and at another an identity, at one place a statistic and at 
another a bankruptcy; here, a scientifi c quandary, there, a transcendent 
image of a cell. One person’s losses offer another a chance to leave a 
mark on humanity. A body image taken offers another to be found. The 
project of making cancer—as plural as it is singular, as vast as it is 
microscopic, as diffuse and discrepant as it is descriptive—resonates 
under one word. The simple noun cancer consolidates this collective 
achievement.

Cancer in all its complexity is not solely a biological phenomenon, 
but a politics with which to engage and struggle. Why does metastatic 
breast cancer receive only 3 percent of research dollars when the tens 
of thousands of people who die of breast cancer will die of metastatic 
cancer? Who suffers the effects of the recent court decision to disallow 
graphic warnings on cigarette packages? How are cost and benefi t 
determined in screening debates? Who should pay for inevitable surgi-
cal errors? Who considers, and who suffers from, the unintended con-
sequences of institutional blind spots? The questions framed in various 
expert and lay areas, and the forms that the answers take, provide clues 
about the values that underpin our understandings of cancer, just as 
crude oil oozing from a pipeline onto the Arctic snow discloses the 
dominant values of the society that laid the pipe. My book is not only 
about how the framings of cancer affect psychic, medical, and institu-
tional experiences, but also about how understandings of cancer refl ect 
back onto the cultures that have defi ned it.30

Astrologists and scientists alike derive meaning from the set of divid-
ing cells and its namesake, the constellation in the zodiac. The confi gura-
tion we dimly recognize as a crab, suspended between its brighter sib-
lings Gemini and Leo, takes shape through a specifi c alignment of stars, 
some of which we see as they were hundreds of millions of years ago. 
Cancer’s earthy doppelganger, also, threatens to disintegrate with each 
shift in perspective.31 The pathology report, the prognoses, the scars, the 
data and graphs, the looks on parents’ faces, the shiny hospitals with 
their infusion rooms and IV drips, the marches and fundraising translate 
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the uncertainty at the center of what we call cancer into a thing that we 
can call cancer. But just barely.

lay your body down

After my fi rst surgery, Dr. Slideshow wanted to see my new scar. He 
turned away as I changed into the hospital gown. With the clumsy ges-
tures of my stripping and him turning, we joined a centuries-old pag-
eant. One gown and one stethoscope-in-relation-to-gown—these rituals 
and costumes make the prodding, cutting, digging, and stitching corre-
spond to an otherwise unthinkable etiquette.

I hold enormous respect for the expertise that doctors gain through 
their years of tough physical and intellectual training. No denigration of 
that skill comes with the observation that white coat and hospital gown 
divide those who defi ne the bureaucratic and medical realm of illness 
from the one who necessarily, if perhaps not wholly, comes to be defi ned 
by it. Recognizing how that dynamic operates might be of service to 
everyone, since as doctors and/or as patients, we all play roles in this 
script.

Forms of cancer-knowledge tend to push each participant to iden-
tify with one side of the equation (objective, scientifi c, “neutral”) or 
the other (subjective, emotional, “biased”).32 As a patient, you can’t 
forget for an instant that the data do not fully describe your life. But 
researchers and scholars tend to frame the disease in the abstract, as if 
it could exist outside of the actual people who manifest it. Because of 
that propensity, it takes an effort to consciously remember—really 
remember—that people’s lives are more than just data, that actual 
people play critical roles in the very existence of the disease and how 
we understand it.

No matter how sympathetically told, medical history necessarily 
goes on to tell of the ultimate “triumph” of the treatments.33 In the 
1960s, for example, hematologists began testing the effects of high and 
low doses of chemotherapy on children with leukemia. Yet the tempo-
ral horizon of the children stretches not over decades, but over months, 
days, minutes. Their stories do not move on to the next, better version 
of chemotherapy. Some of these children abide a horrible illness and 
die; some live with continued health issues, missing school, losing and 
gaining friends. Whatever the details, cancer creates for these children a 
new kind of story of their lives, and it’s not an abstracted story of med-
ical progress.



A pairing of articles can further demonstrate the stakes in this clash 
between the modes of thinking ascribed to the patient (subjective etc.) 
and to the doctor (objective etc.). Rose Kushner, a well-known journal-
ist in the 1970s, worked to bring cancer out of the closet at a time when 
many people were still not told of their diagnosis, let alone expected to 
take an active role in treatment decisions. After her cancer recurrence, 
Kushner wrote about the then-new treatment of chemotherapy in an 
article titled “Is Aggressive Adjuvant Chemotherapy the Radical Hal-
sted of the ’80s?” For the reasons she cites, she opted against taking the 
chemotherapy.34

Like many cancer patients, Kushner acquired an encyclopedic knowl-
edge of the scientifi c research on her disease. A procedure of her time, 
referred to simply as “the Halsted,” consisted of a ghastly mastectomy 
that removed muscle, tissue, and sometimes bone in order to clear huge 
margins around the tumor, based on the surgeon William Halsted’s 
theory that cancer spreads outward from the initial tumor. Shortly 
before Kushner wrote her article, surgeons abandoned the radical mas-
tectomy after nearly a century of use; trials found it no more likely to 
stop cancer from recurring than excision of the tumor alone followed 
by radiation. Thus, Kushner highlights a key point: people with cancer, 
and especially women, have suffered severe consequences of treatments 
later found to be at best ineffective, and at worst, profoundly injurious.

In 2007, long after Kushner’s death from metastatic breast cancer, 
the noted cancer historian and physician Barron Lerner wrote his own 
commentary on her piece as part of his larger research into the illnesses 
of celebrities.35 Although in a 2003 history of breast cancer he, too, 
acknowledged the gender imbalance in cancer treatments,36 Lerner’s 
reading of Kushner’s article makes clear an irony. Because she had to 
lay her body on the altar of medical expertise, he suggests, Kushner  
could not help but be biased in her analysis of the debates about 
chemotherapy. “Rose Kushner’s award-winning article,” he concludes, 
“. . . provides a cautionary tale about individuals who function simulta-
neously as patients and spokespeople.”37 Astonishingly, he thinks she 
had too much at stake—not because she was a journalist, but because 
she was a patient—to have truly understood the data.

Kushner observed that the trials for chemotherapy did not include 
categories for stage and age at diagnosis, thus impairing the ability 
of oncologists to determine the effi cacy of the treatment for specifi c 
individuals. Early trial results demonstrated an improved survival rate 
of only 3 percent, and Kushner graphically listed side-effects of chemo-
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therapy that many physicians discounted: “baldness, nausea and vomit-
ing, diarrhea, clogged veins, fi nancial problems, broken marriages, 
disturbed children, loss of libido, loss of self-esteem, and [impaired] 
body image.”38 Despite billions of dollars invested in research and hun-
dreds of trials showing fractional differences in survival rates, the par-
ticular cocktail of drugs that Kushner writes about has not signifi cantly 
changed since its introduction in the 1970s. Neither has the dim likeli-
hood of it working. Indeed, the debate continues—Is it ethical to give 
thousands of people such a dangerous treatment for the potential ben-
efi t of a few?—though chemotherapy has settled into such a standard of 
care that to refuse it seems like an irrational death wish.

The journalist and patient saw cancer and its medical management as 
enmeshed in institutional relationships with uncertain pay-offs. On the 
patient side, chemotherapy offers more than a treatment. A life fi lled 
with boring and painful details includes wondering if the phlebotomist 
will be gentle; hearing the nurse trying to insert the IV needle say, “If I 
can’t get it in three tries, I’ll fi nd someone else”; imposing on friends 
and family for a ride home from the hospital. Whether chemotherapy 
would have saved Kushner’s life cannot be known. The point of her 
article is clear, however: for some people, the math of risk and chance 
requires different kinds of accounting in conditions of such deep uncer-
tainty and hazy research results.

Debates about effi cacy aside, in suggesting that Kushner should have 
done chemotherapy Lerner misses an opportunity to understand the 
inescapably physical experience of a human undergoing an invasive 
procedure. In his very inability to grasp this, his article underscores how 
medical history so often elides the stories and experiences created by, 
and necessary for, the science. He can do this through a logic that is 
central to the reality of cancer treatments to this day: chemotherapy 
may or may not work for your future survival if you take it, but it defi -
nitely won’t work if you don’t take it.

The difference in perspective made evident in the Kushner-Lerner 
pairing emerges as a dynamic in thinking about which kinds of evidence 
gain stature: the interpretation of one who has much at stake by virtue 
of literally embodying the disease, or the understanding of someone for 
whom a tightly specifi ed set of research data offers no more than a pro-
fessional tool. Institutions support the separation and even mutual 
inscrutability of these forms of knowledge.39 In the hospital, individual 
bodies take up their roles in a system buoyed by a threat even in its aim 
to cure: either undergoing or not undergoing what medicine has to offer 



can hurt you. In the hospital, you know exactly where you stand in rela-
tion to those roles: which doors you can use; how your body should be 
clothed; who can fl irt with whom; and which people will be referred to 
in the third person, even when they are lying right there on the bed. The 
very design of the place demands certain behaviors and supports certain 
hierarchies.

Or so I was thinking as I drove down Alpine Road adjacent to Stan-
ford University, where some of the richest, most educated cyclists in the 
United States fi nd that the narrow cycling path drops them into the mid-
dle of a car-infested junction. No matter how high-tech the cars, motor-
cycles, or racing bicycles in the intersection, nor how brainy or well 
connected the riders and drivers, they inhabit a system of crisscrossing 
roads that limits communication among the participants. Whether 
propped on a leather Brooks bike saddle or swaddled in the leather 
bucket seat of a Bugatti, communication takes place through honks, 
swerves, fi ngers, waves, blinking lights, and physical impact. Which of 
these primitive actions you can access depends not on your wealth and 
education, but on the means by which you entered the intersection.

The same word comes to mind when I observe a cyclist dumped in 
the middle of an intersection fearing the approaching driver talking on 
his phone as when I think of a patient dreading being treated like a 
cadaver while under anesthesia: powerless.

cognitive dissonance

The power dynamic resulting from the separation and institutionaliza-
tion of knowledge in these ways devalues the knowledge that people 
with cancer derive from undergoing treatment. Perhaps as a result, 
some survivors respond unfavorably to analyses of cancer by individu-
als who are presumed not to have experienced the disease themselves. 
I’ve learned this when giving talks and not coming out as someone who 
has gone through surgery, chemotherapy, and radiation for fear that my 
personal experience would discredit my views, make me seem less 
“objective.” In this trade-off, some survivors then think that I’m an 
outsider.

Bristly survivors make a valid point. For how could you imagine the 
scene of the radiation room? The frail gown that had surely covered 
someone for whom this very treatment hadn’t worked now inelegantly 
smothers your unease about the dose the machine is emitting and strains 
to catch the shiver that threatens to displace the crimson rays from the 
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tumor. The soft-rock radio’s ionizing thrum replaces the technicians 
who moments ago trussed you like a Christmas turkey before saying 
that’s probably good enough and pressing the button to elevate your 
scarcely clad prone body higher into the frigid cement vault before bus-
tling down the leaded hallway to cluster in the teddy bear–garnished 
booth as the machines start to tick and squeal.

I, for one, would not have been able to grasp being an object in other 
people’s daily work lives—a slippery-veined wriggly mound from which 
to draw blood; a back-wrenching load on a diffi cult-to-steer bed need-
ing conveyance from one department to another—had I not gone 
through the experience myself. I won’t soon forget the doctor who 
meticulously peeled and then sucked on each in a pile of Hershey’s 
kisses as he reeled off the statistical likelihood that radiation treatment 
would work, versus the likelihood that it would produce more and 
other kinds of cancer. Certainly his view of those statistics differed from 
mine. Maybe chocolate would have sweetened my end of the deal, but 
he didn’t offer.

Experience differs again from an outside observer’s social science 
account of cancer treatment. The humiliation of being told by a group 
of giggling nurses who can’t put in a catheter that they wished you were 
still under general anesthetic would not be conveyed by a series of data 
on catheter implant success and failure rates. Not exactly predeter-
mined, each of cancer’s scenarios funnels possible experiences. From 
the radiation room to the support group, each new role offers new 
requirements of physical and emotional discipline, masochism, and pas-
sivity. For these reasons, a kind of recognition emerges among people 
who may identify as cancer “survivors,” akin to the knowing winks 
that parents of adult children give to those quieting screaming toddlers.

In an ideal world, a cancer diagnosis would come with an explana-
tion of cause and move on to successful treatment. All the small embar-
rassments could disappear with a bit of psychotherapy if the treatment 
offered a cure. Would that I could describe that idyllic situation in this 
book. In our parallel hackneyed universe, cancer’s uncertainties defi ne 
the structure in which millions of people live, in which decisions are 
both offered and made: whether to join a trial, have a screening, or take 
a dangerous and expensive drug.

This book unpacks the head-spinning ricochet that characterizes a 
cancer “journey.” It revolves around the stamps put into my passport by 
the immigration offi cials at the gates of the kingdom of the ill: Diagnosed 
with a late-stage cancer at age thirty-six, after three years of misdiagnoses 



by three different doctors. Nearly three-quarters of the seventy thousand 
or so adults under the age of thirty-nine who are diagnosed with cancer 
each year have late-stage cancers because cancer is wrongly thought of as 
an old person’s disease. Not uninteresting, but not so very special. Under-
went hormonal therapy to be an egg donor for former partner. Hundreds 
of thousands of young women have been egg donors. On average, each 
IVF (in vitro fertilization) baby born in the United States has been the 
result of four rounds of brain- and body-altering hormonal treatments on 
a mother or an egg donor. Not much research exists on those culturally 
acceptable treatments. Again, not a particularly unique story. An out 
queer. Me and millions of others, though the meaning of and phobias 
around that word have changed dramatically during my adult life. Now, 
a queer person is considered different from many, but no longer so stom-
ach-turningly odd as to require eviction from an apartment. Two small 
children living with her, one born three months prematurely and still 
hooked up to an oxygen tank; resided with parents during treatment. 
Many adults in their thirties fi nd themselves in this odd bind of trying to 
be adults while relying on the very family that may threaten to turn them 
back into children. An anthropologist with expertise in medical anthro-
pology and injury law. We number at least in the tens, perhaps even 
hundreds. Canadian. Something of an outsider, though like thousands of 
my fellow denizens, I’ve lived in the United States for years. In other 
words, there is nothing special about my quotidian experiences in the 
cancer world. The orthodox details of my life—the very ordinariness of it 
all—make the story worth telling.

Any good anthropologist respectfully asks the reader to follow him 
or her on a voyage, and then on to an interpretation of that trip. Anthro-
pologists who work in the fi eld not only observe the lilt of the language 
and the voguish headgear, an estuary’s time-polished obsidian, and 
one’s bug-bitten ankles. The ethnographer calls attention to these social 
and physical features in order to offer insights into the larger processes 
of human interaction. The discipline posits that having been there, hav-
ing at once observed and participated, provides a perspective not avail-
able in other ways. Tracing a fi nger along the blue line that represents 
the American River on a map of California does not equate to paddling 
the baroque rapids of Satan’s Cesspool; the ethnographer aims to show 
how experiencing the crash of the wave can trigger meaningful insights 
not conveyed by the colored ink.

Travel, like reading and writing, results in a sometimes uncomfort-
able intimacy. A companion’s smelly shoe or overly long description of 
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last night’s dream can intrude on one’s pleasant sojourn. As I write, a 
droning voice in my head tells me that my efforts to present a likable 
patient won’t translate well through my attempts to portray a trusty 
narrator. I worry I’ll say something that rubs my mates the wrong way. 
Maybe I’ll make a bad joke I wish I could take back, or I’ll seem too 
sensitive and expose too much. Maybe something I say will reveal a not-
so-pleasant side of myself.

I’m not an angry person in general, but the feeling of betrayal that 
washed over me when I found out about my misdiagnoses sent my con-
fl ict-averse and easygoing nature skittering to the brink. The snubbing 
of my concerns, making me feel like an idiot for even raising them, came 
at such an absurdly high cost to me and naught for those dismissing me. 
It’s tough not to take that very, very personally, even though it happens 
all the time. The same part of me that never called my doctors out to 
their faces does not want you, my reader, to see me as hostile, ungrate-
ful, or less deserving of survivorship than much brighter and kinder 
people who have died. Part of me is terrifi ed to admit my ugly thoughts, 
occasional death wishes, and the fact that I sometimes have to bench 
press my frustrations away. At least a couple of readers will locate my 
problems in the lack of a stiff upper lip.

Having been raised as a reticent Canadian, I’m already tempted to 
recant the nonfi ctional status of this book and ask you to read it as fi c-
tion. Long after my diagnosis, even still, I tell as few people as possible 
that I’m a so-called survivor. It would be easier to play the role of a 
detached guide.

But the world outside wedges open the door and makes it diffi cult to 
stay closeted. At a party I attended last June, the head of our organiza-
tion for women diagnosed under the age of forty with cancer read the 
names of those in our community who had died in the last few years. 
The reading of the seventeen names felt more like a memorial after a 
bombing than the usual way of understanding death as an individual, 
personal tragedy. Yet we did undergo a sort of massacre as, every 
month, we read email after email about those who suddenly landed in 
the hospital as cancer returned and pinballed from one vital organ to 
another, and as we attended funeral after funeral. That contradiction—
the exaltation of community and connection against the grief that 
emerges at so many cancer events—still feels like a good solid kick in 
the spleen.

For this reason, we need to delve into cancer discussions that we’d 
rather hide from. And so, after looking long and hard from the canoe 



for seven years, I’ve leapt into the white water. I invite my readers to 
explore with me the very things we (read, a slightly lonely “I”) most 
want to shy away from.

The stains on my passport do not provide me with a global or objec-
tive view of the cancer machine. However, they do reveal the route I’ve 
taken through a titanic subject. Each chapter in this book began from a 
curl of feeling—like a lock of hair pinned to a voodoo doll. I worked my 
way backward from the discomfort to decipher the structures that orga-
nized it. Walking down the hall for chemotherapy at the hospital, I tried 
to pass as a doctor. Anyone could tell that the slumped-over sick people 
crowded in the waiting room were the real losers. I noticed people, pin-
ioned between experts’ uncertainty and the social pressure to be opti-
mistic, resorting to small forms of resistance. Although I was still a citi-
zen of the fi rst world, I fell out of sync with how my generation moved 
through their lives.

A more pernicious companion than my own skepticism joined me: 
the constant thought that things could have been otherwise. Anyone 
with invasive cancer might have had a higher chance of survival had we 
been diagnosed sooner, or so claim the ubiquitous ads for early detec-
tion. Over the decades, early-detection awareness has seeped into the 
public’s often half-shaped ideas of cancer as well. One of my retreat 
friends with terminal ovarian cancer learned to respond to the constant, 
distressed inquiry, “But didn’t you have a Pap smear?” Her community 
wondered whether her imminent death wasn’t her own fault, whether 
their own medical obedience could save them from her fate. Discussing 
how she took that question as a nearly physical attack, Alice fretted, “A 
Pap smear has nothing to do with ovarian cancer.” The fact that a Pap 
smear would have done nothing for her doesn’t quell the search for an 
alternative world in which she might had survived, just as Lerner insists 
that chemotherapy might have worked for Kushner.

Historians have a word for the surrogate world that would have 
resulted from a mere tweak in the course of events, such as an earlier 
diagnosis or no exposure to a carcinogen at all. The “counterfactual” 
offers a window into imagined, possible worlds. Counterfactual histori-
ans fi ll tomes with these alternative histories: Booth’s pistol misfi res and 
President Lincoln lives on, or Adolf Hitler dies at birth. This little nook 
of possibility for a different life can become a living, breathing escort in 
the cancer world. It takes up residence right at the base of your throat. 
For example: everyone knows that we are all exposed to a torrent of 
carcinogens every day, yet no one can tell you which, if any, caused a 
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particular cancer. One “races for the cure” while knowing that the pro-
duction of the race T-shirts required the use of carcinogens. There may 
be a cure someday, and you may live to see it, but only if you can work 
out the right course of action—a certain drug, trial, diet. Someone might 
be held accountable for a misdiagnosis or an exposure, and for that, 
you might yet win a compensatory award from a court of law. But in 
the grand scheme of things, cancer is no individual’s fault.

Cognitive dissonance—or the mental pressure created by opposing 
truths held in tandem—happens precisely when one tries to hold 
together the factual and the might-well-have-been-or-still-be-otherwise-
if-only counterfactual. One can’t live in a world in which every detail 
could have been, or could yet be, otherwise. One can’t actually vote 
while psychically living in a world in which Lincoln hadn’t been shot 
and the Ku Klux Klan had not murdered generations of African Ameri-
cans. One can’t pick up the painkillers or apply for Social Security dis-
ability insurance when lost in a world in which one’s lover hadn’t been 
diagnosed.

Cognitive dissonance, a defi ning feature of cancer, can’t be resolved, 
only spun out and examined. No one knows what causes any individual 
cancer, although we have suspicions and part-data, and certainly we 
could be doing much more to address the National Cancer Institute’s 
claim that two-thirds of cancers are caused by environmental factors.40 
Accepting the contradictions of cognitive dissonance comes with a cer-
tain optimism—you may survive!—but it also carries the potential for 
unmooring. The loopy feeling brought on by a cancer diagnosis has 
many causes. Somewhere, nowhere, and everywhere, cancer hides in 
plain sight. We don’t want to admit that it runs through so many of our 
institutions and holds together our ways of life. Who can blame us?

A friend and colleague of mine, Derek Simons, writes about inter-
sections—real intersections with traffi c lights and painted lines. At 
any moment in an intersection, steel and rubber traveling at high 
velocity can come into confl ict with delicate fl esh. Simons examines 
the ways in which physiological, technical, aesthetic, and political vec-
tors coincide with the material conditions—the concrete, the asphalt, 
the speeding projectiles—that both necessitate and obviate these inju-
rious collisions. He refers to the dissonance between the taken-for-
granted quiddity of road violence and its savage consequences as an 
“elegiac politics.”41

The dissonance between the total social fact of cancer and the 
ugliness of the suffering it causes offers an opportunity for an elegiac 



politics. The suffering ultimately needs to be okay not because it is fi ne, 
but because it happens and thus needs to be acknowledged. I want to 
usher cancer and its identities out of the closet and into a space not of 
comfort, or righteous anger, but of mourning, a space where the mate-
rial humanity of suffering and death informs communicative and collec-
tive action.

on steroids

After my treatment, as I distracted myself with afternoon TV and won-
dered if my career lay in ruins, the absolute last thing I wanted to do 
was write a book about cancer. I wanted to move on. But the terms 
indolent and relentless that doctors use to describe cancer also depict 
the treatment hangover. Seven years later, I still can’t eat curry or drink 
rooibos tea—let alone watch afternoon TV—without feeling that wave 
of nausea. I spend thousands of hours and dollars each year on cancer-
related issues. And it could have been much, much worse. The scholar’s 
antidote to confusion lies in research, and my study took on an insa-
tiable quality.

First, I read every history I could fi nd. I read about early cancer treat-
ments. James S. Olson describes the women who had access to the latest, 
most aggressive breast cancer treatments of their age as “a sisterhood of 
guinea pigs.”42 Their treatments involved the removal of the adrenal and 
pituitary glands, the cracking open of the sternum to remove the internal 
mammary chain, cauterization with hot irons, and the removal of ribs, 
collarbones, and shoulders—in some cases following the discovery of 
tumors less than a centimeter in diameter. General anesthesia had barely 
been developed, with doctors and patients alike becoming addicted to 
the opiate painkillers. Cancer patients—part experimental subjects, since 
they were dying anyway, and part people desperate enough to try any-
thing—were given massive doses of radiation and injections of radioac-
tive elements to see what effect these might have.43

Progress, I found, isn’t at all clear-cut. Cancer patients were some-
times caught up in larger professional turf wars, such as that leading to 
the development of massive radiation labs. While diffi cult to discern in 
the present, one can see from the history that far from a lucid teleology 
of discovery, science is a cultural project that takes place within politi-
cal and ethical infrastructures.

When I couldn’t fully locate cancer in historical study, I expanded 
my search. I attended oncology conferences all over the country. I also 
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reviewed hundreds of trial reports to understand the current research, 
who funds it, how it fi ts within a history of oncology research, how it is 
interpreted and communicated, and, just as important, what is not 
being done. I also craved other kinds of fi rst-person accounts.

My research took me to an archive in rural Maine where I pored over 
marine biologist Rachel Carson’s tiny cursive. Written as she was dying 
of cancer, her letters to a close friend describe her fear that her disease 
would discredit her research on the environmental causes of cancer and 
that her work would be dismissed as advocacy rather than studied as 
scientifi c research. I drove out to Carson’s oceanfront property and 
snuck down her driveway to see where she had written her bestsellers, 
The Sea around Us and Silent Spring. I also went to Harvard to forage 
through the letters and studies that Rose Kushner collected in the 1970s. 
I wanted to know how other people had done it—how they understood 
cancer, how they lived and died with it.44

I amassed memoirs and graphic novels; plays and art; patient pam-
phlets and public health websites; histories of cancer advocacy, the 
insurance industry, medicine, and allied professions. I scrutinized the 
story of how the radiation research carried out in Marie Curie’s tiny 
lab and resulting in her death progressed into contemporary treat-
ments. I studied the medical, legal, and sociological literature on med-
ical errors, how physicians, hospitals, and insurers handle them and 
what recourse patients have had in such cases. I also examined other 
diseases, and sought to fi t cancer within a broader context of how 
medical anthropologists understand disease. I was at a buffet in Vegas: 
ravenous, stuffed, and empty all at the same time, somehow still 
unsatisfi ed.

Several experiences, both during and after treatment, helped with 
that feeling somewhat—at least they helped me to accept the raggedy-
ness of the cancer I was fi nding in these places. I attended six weeklong 
retreats, as well as several shorter ones, and support group meetings. I 
listened as people tried to pick up the shards and fi t them back into life 
stories. I became an unwilling funeral junkie. I swam, ostensibly for 
“women with cancer,” though I couldn’t get up the nerve to ask anyone 
to sponsor me, so I just paid the fee and did my laps. I still have the bag: 
I swam a mile for women with cancer, as if all those “women with can-
cer” suddenly turned into charity cases who need a mile of splashy (and 
not in a good way) front crawl.

I wanted to believe I could cobble together an adequate treatment if 
I just looked hard enough. Short of that, my internal scholar has heavily 



pressured me to box up my fi ndings and observations to provide, if not 
The Solution, at least An Explanation. But if the plot has a pudding, it 
molds to the disconnects, the cognitive dissonances, that make the dis-
ease, let alone a cure, so elusive. The chapters that follow examine how 
a culture that has relished such dazzling success in every conceivable 
arena has twisted one of its staunchest failures into an economic tri-
umph. The intractable foil to American achievement, cancer hands us, 
on a silver platter and ready for dissection, our sacrifi ce to the American 
Dream.

26  |  Introduction
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After receiving my pathology report and full diagnosis, I found a set of 
prognostic charts in my burgeoning cancer library. Each listed the sur-
vival chances for a variety of subtypes of cancer. The left column speci-
fi ed tumor size (< 1 cm, 2–3 cm, 3–5 cm, > 5 cm), and the horizontal 
lined up the number of positive lymph nodes. Each box in the chart 
contained a number, such that the reader could correlate the character-
istics of his cancer to the likelihood that he would be around in fi ve, ten, 
fi fteen, and twenty years. Ironically, no matter how hard I stared at it, 
the table could only mask the very thing I obsessively wanted it to dis-
close: Would I be in that percentage of people who had a recurrence just 
two years after treatment or in the 20 percent who would survive for 
the next twenty?

At my next appointment, I asked Dr. Slideshow the somewhat naive, 
somewhat urgent question, “What does it mean?” The doctor responded 
in a way that was both helpful and not helpful, depending on the 
moment that I recall it: “Exactly what it says.” Banal as a winter day or 
the color of the ceiling, survival statistics offer a smidgeon of informa-
tion, but not much to cuddle with.

How could something be at once so transparent (you will live or die) 
and so pig-headedly confusing (will you live or die)? The prognostic 
skullduggery reminded me of a short story by Maurice Blanchot, a 
French philosopher whose life spanned nearly the entire twentieth cen-
tury. World War II offers the backdrop for “The Instant of My Death,” 
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in which a group of Nazi soldiers remove the French protagonist from 
his chateau and place him before a fi ring squad. At just this moment, 
a distraction in the bushes demands the attention of the German 
lieutenant. The soldiers disband and scatter, while the main character 
lives on within an impossible ambivalence. Blanchot writes: “There 
remained . . . the feeling of lightness that I would not know how to trans-
late. . . . I imagine that this unanalyzable feeling changed what there 
remained for him of his existence. As if the death outside of him could 
only henceforth collide with the death in him. ‘I am alive. No, you are 
dead.’ ”1 In the instant of his death, or “The Instant of My Death,” two 
deaths implode, one inside, “I am alive,” and one outside, “No, you 
are dead.” In the meantime, the integration of the manifestly unnarrat-
able event of one’s own death (no linguistic philosopher would accept 
the claim “I am dead”) preoccupies his (the soldier’s? Blanchot’s?) 
posthumous life.

The prognosis epitomizes the haunting character of death that trans-
pired in this eponymous nonexecution.2 An attorney friend of mine, 
Mary Dunlap, who died in 2003, wrote a book-length manuscript while 
living with cancer, “Eureka! Everything I Know about Cancer I Learned 
from My Dog.” Ever the optimist, Mary found hope in her dismal prog-
nosis for pancreatic cancer: a 5 percent survival chance wasn’t nothing. 
In the last chapter of her book, she handwrites: “On Monday, Maureen 
[her partner] and I were confronted with the news—predictable to 
many, but surprising to us—that the cancer discovered in my pancreas 
has moved into my liver. Today I am an asymptomatic person with an 
almost invariably deadly cancer.”3

When Mary found that her cancer had spread (had, indeed, been 
spreading), her health status retroactively shifted. I am alive. No, you 
are. . . . In one swift motion, the cancer prognosis detonates time, which 
scatters like so many glass shards.

Having harbored cancer in one’s body all that time before diagnosis, 
when one thought one was quite well, thank you, mystifi es both past 
and future. One young blogger, who identifi ed herself only as “can-
cerbaby,” wrote as she was dying of ovarian cancer: “The vernacular 
drones constantly. And for those who speak it, the talk is loose, as it 
should be. Rendered mute, you can only listen to the din. It swirls 
around you, looping endlessly in patterns and fi gures you can’t quite 
recognize—a language you once studied, but cannot speak or master.”4 
Many, many people I have spoken to who have gone through cancer 
diagnosis echo this sentiment.



Living in Prognosis  |  29

Unable to specify with certainty the behavior of any one particular 
cancer, oncology relies instead on statistics. Cancer and prognosis form 
oncology’s double helix. Patients might receive prognoses at a doctor’s 
visit or look them up in books and charts. Others may not want to know 
how they line up before the fi ring squad of statistics. One rarely knows 
if treatment has ended for good or if a next round with the “palliative” 
rather than the “cure” box checked on the medical treatment forms will 
be needed. A prognosis seems like a fact, if only a scrap of fl otsom fren-
ziedly bobbing in the rapids of cancer treatment. But its stunning speci-
fi city (“34.7%”) shields the bloodlessly vague platitude: in fi ve years, 
you, yourself, will be either dead or alive. The prognosis purees the 
I-alive-you-dead person with the fundamental unknownness of cancer 
and gloops it into the general form of the aggregate. The individual 
cookie cut from the dough is both prognostic subject and cancer object.5

Living in prognosis severs the idea of a timeline and all the usual 
ways we orient ourselves in time: age, generation, and stage in the 
assumed lifespan. If you are going to die at forty, shouldn’t you be able 
to get the senior discount at the movies when you’re thirty-fi ve? Does 
the senior’s discount reward a long life, or proximity to death?

Sometimes comfort lies in data. Taking numbers at face value, prog-
nosis offers mortality odds, odds that one can potentially beat. Other 
times, when data feel vacant, literature provides a different sort of clue 
about the mysteries of living outside of normal time. Data and narrative 
each have their place, though neither ever really assuages the stupefac-
tion of living in prognosis.

vanquished odds

At my fi rst week-long cancer retreat, I gazed at the other seven partici-
pants. Lisa (all names changed), about my age, with a two-year-old 
daughter at home: breast cancer. Kai, from Montreal: leukemia. Sha-
ron, from Ottawa, worked for Canada Health: breast cancer. Then 
there was Tina, a nurse: oral cancer. Alice, mother of a twelve-year-old, 
had ovarian cancer and was about to start her third course of treatment. 
Beth had received a high-dose bone marrow transplant a decade prior 
in Montreal and had been ill ever since. Kate, an English educator 
twenty-fi ve years older than me, was diagnosed the same day as me but 
with metastatic disease.

I coped throughout the week by indulging in a compulsive, down-
right sick guessing game of “who’ll die fi rst?” Unlike my father, who at 
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weddings delights in predicting out loud how long a marriage will last, 
I told no one of my hunch—which, as it turned out, was right. It seemed 
as though the bearing out of my wretched little assessment made these 
women’s excruciating deaths more reasonable, if not fair. Rationaliza-
tion offers one of the few explanatory tools we have to account for 
death.

Perhaps I can attribute, even justify, my own window of survival to 
the treatment, my vegetarian diet, my good constitution, the surgeon’s 
skill, or possibly even my kindly nature and goodwill. Many explana-
tions and secret theories belie objective measurement. Some breast can-
cer survivors credited the Halsted radical mastectomy long after most 
surgeons abandoned the procedure in favor of less invasive surgeries. 
Who knows? Just because it was overall less likely to work than other 
treatments doesn’t mitigate the fact that it may have saved some who 
would have died with the alternative surgery.

We assume survival—until we don’t. You don’t really think about it 
until you are called into the position of survivorship (by age, illness, 
anxiety, prognosis), until you are asked in some way to inhabit the cat-
egory, to live amid those who are not, in fact, surviving. I know the 
muted exhilaration of the survivor. Each morning that I wake up not 
dead or sick, I’m happy and miserable at the same time: Pleased to be 
waking up at all. Blissed out to have landed on the vitality side of that 
prognosis. Repentent about my good cheer as my mind wanders to the 
three people from my support group currently dying. It’s not quite that 
one’s own survivorship is contingent on others’ deaths. But the contem-
porary cancer discourse of survival against the odds seems to veer too 
far in the other direction, neglecting those in the category whose deaths 
have built those very odds.

The medical community identifi ed the term cancer survivorship in 
the 1980s as a way to distinguish the medical needs of people who had 
undergone cancer treatment.6 Since then, the term has absorbed new 
social meanings. Cultural and personal investment in the Survivor runs 
deep, and on several occasions I have witnessed people in support 
groups discussing their dismay both at the term and at the implicit 
taboo against critique. As one person said, “It’s as if being against the 
survivor rhetoric means being against living.”

The dictionary refl ects the uneasiness of these discussions. Survivor 
can mean, on the one hand, someone who has survived a dehumanizing 
and degrading experience of terror, or on the other, someone who out-
lives others. Whereas the fi rst defi nition gestures toward survival of the 
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kinds of histories that have led to various stripes of identity politics 
(based in race or gender, for example, in racist or misogynist cultures), 
the second overlapping defi nition refl ects living beyond an event in 
which others die (the veteran of a war, the cancer survivor, the wid-
owed survivor of her husband).

I initially resisted the moniker cancer survivor because I didn’t want 
an identity built on the backs of those people who didn’t survive.7 I 
thought it all seemed pretty arbitrary—after my diagnosis, my mom 
would say that she wished it was her, instead of me. But then the next 
year it was her as well. Survivor-style math doesn’t allow for substitu-
tion.

Once in the emergency room at Stanford Hospital the nurse said to 
me, “Oh, I’m a sister.” I couldn’t tell if she meant she was queer or if 
she had had cancer, but either way it was a powerful, not unwelcome, 
call to identify. Don’t get me wrong—I’d rather survive (usually). And 
a touchstone for commonalities can be good. It’s just that the form 
that contemporary survivorship takes in relation to statistics—survival 
against the odds—combined with enthusiasm for one’s own potential 
agency in cancer’s battles, hides the conditions of probabilistic lan-
guage, and in so doing leads us away from an opportunity to think 
through other possibilities for identifi cation. Maybe I’d prefer some-
thing like cancer survivor as opposed to cancer survivor. The distinction 
is perhaps ham-fi sted, but I mean to indicate with the former category 
that people who have gone through certain of the hoops of cancer to 
some extent share an experience that has potentially identity transfor-
mative effects. The latter category transfers the emphasis away from the 
commonalities and toward the individual, particularly through a trium-
phant ideal of the human spirit. That part of the cancer survivor iden-
tity struck me the wrong way.

Physician Bernie Siegel bows to such restricted language in his Love, 
Medicine, and Miracles: Lessons Learned about Self-Healing from a 
Surgeon’s Experience with Exceptional Patients, in which he suggests 
that there is a right attitude needed to survive cancer.8 In portraying 
cancer survivorship as a moral calling, Siegel implies that dying results 
from a personal failure. Siegel-style literature offers another form of 
torture to people with cancer: Did my mind declare war on my body? 
Am I a cold, repressed person? (Okay, don’t answer that.) The huge and 
punishing self-help industry preys on fear and adds guilt to the mix. As 
one woman with metastatic colon cancer said on a retreat I attended, 
“Maybe I haven’t laughed enough.” She added, “But then I look around 
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the room and some of you laugh a lot more than I do and you’re still 
here.” She died a year later, though she laughed plenty at the retreat.

Another version of attitude v. cancer can be seen in the ubiquitous 
language of battle. Self-avowed cancer survivor Kristine Chip echoes a 
common refrain: “I had a quote 40% chance for survival for 5 years 
and 25% for 10 years. Now, did I live by those statistics? No. Did I let 
them infl uence the way I battled the disease? No.” Chip instead turned 
inward: “With a positive attitude and hope, you can conquer any-
thing.”9 Chip specifi cally does not battle other people who will die so 
that she may live. Rather, she confi gures her agency in relation to statis-
tics about her disease.

The very possibility of surviving odds emerged relatively recently. 
Not coincidentally, the culture of the cancer survivor rose in tandem 
with the consolidation of cancer statistics and their disclosure to the 
patient through the last couple of decades.10 The term survivor itself, 
however, has had a longer life.

In 1624, John Donne wrote about the survivor in his masterpiece, 
Devotions upon Emergent Occasions.11 The chapter title of Meditation 
XVII (Roman numerals seem apt) slays me: “Now, this bell tolling 
softly for another, says to me: Thou must die.” He languidly, almost 
pleadingly, writes of the communal nature of survivorship:

Who casts not up his eye to the sun when it rises? but who takes off his eye 
from a comet when that breaks out? Who bends not his ear to any bell which 
upon any occasion rings? but who can remove it from that bell which is pass-
ing a piece of himself out of this world? No man is an island, entire of itself; 
every man is a piece of the continent, a part of the main. If a clod be washed 
away by the sea, Europe is the less. . . . Any man’s death diminishes me, 
because I am involved in mankind, and therefore never send to know for 
whom the bell tolls; it tolls for thee.12

After Donne, survivor loses its communal reference, coming to 
describe not the individual reminded of his mortality by the death of 
another, but rather the one distinguished by his longevity. The survivor 
exists as temporally dislocated from the collective.13 The combination 
of Siegel-type notions of the exceptional patient and the ways in which 
prognoses have come to situate individual patients underpin and enable 
Chip’s notion of survivorship.

The noted biologist Stephen Jay Gould wrote something of a how to 
survive statistics guide after his diagnosis with abdominal mesotheli-
oma. In “The Median Isn’t the Message,” Gould shows us that hope 
can be found in the “right skew” of a curve that describes his own 
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gloomy odds in which half of those diagnosed will die within only eight 
months (fi g. 2). The gradually declining curve to the right, though, indi-
cates that some of those who survive the fi rst eight months will live for 
years and even decades. As he points out, “There isn’t much room for 
the distribution’s lower (or left) half—it must be scrunched up between 
zero and eight months.”14

Everyone hopes to be represented by that right side of the graph, 
which fl oats gradually back down and eventually correlates with those 
few who live out a normal lifespan; that is, they die of something else. 
Gould did indeed remain in that latter side of the graph for twenty 
years. Early-twentieth-century novelist Hilaire Belloc wrote that statis-
tics offer a “victory of sterility and death.”15 In my estimation, that 
victory can be experienced in the plummeting feeling of the search for 
oneself in the graph. Or the victory might be one step removed; after all, 
the graph encourages this self-centered search for oneself in a way that 
Donne’s communalism would not brook.

This graphed representation could not differ more from another ver-
sion of survivorship: the Holocaust memorial. Museums, web pages, doc-
umentaries, and Hollywood movies have all developed a unique material 
culture that aims to breathe historical life into those who underwent the 
brutalities and genocide. The familiar images of barbed wire; emaciated, 

figure 2. Francois Colos, diagram appearing in the original publication of Stephen J. 
Gould’s article “The Median Isn’t the Message” (Discover, June 1985, 61).
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bald bodies with loosely hanging striped uniforms; piles of corpses; bodies 
in mid-crumple after a shooting—these stand as markers of precisely what 
we must remember, the deaths and the specifi c vicious way in which those 
deaths occurred.

The last few Jewish survivors have been ascribed the role of bearing 
witness to the Nazi devastation. Their tattoos and their children—fl eshy 
repositories of that history—haul the burden of ensuring that history 
“never again” repeats itself. At the Holocaust Museum in Washington, 
D.C., observers are ushered strictly through the displays and one can’t 
shy away from much. You arrive on the second fl oor to a pile of the thin 
black and brown midcentury shoes taken from people before they 
entered the gas chambers. Hundreds? Thousands? At once universal—
anyone could have worn them—and also specifi c, each bears the par-
ticular moldings of the foot upon which it was worn.

Each single, anonymous, stiffened shoe tossed into the haphazard 
pile recalls the body and life that inhabited it. One shoe, thin at the heel, 
must have rubbed a callus; another, irreparably worn through, would 
have let the frozen dirt cut directly into the sole of its owner. The sheer 
height of the pile, emphatically not a bell curve, raises a sense of sicken-
ing disbelief.

The dead bodies depicted as data in Gould’s graph orient mortality, 
too, though shorn of fl eshy references. But the stories of those who died 
before or after the eight-month median—those in some way described 
by the graph—dissipate into the universal, timeless curve. The stories 
lent to the prognosis will come to be inhabited by other people—others 
who will wear those stories in their own ways, leave their own imprints. 
The search for oneself in this chart will always end in disappointment, 
for numbers are not shoes. A number will not mold to your arches; it 
will not record the shape of your life.

The graph abstracts the lives it represents, painting Gould as a victor 
against the odds rather than as one who literally vanquished those who 
landed to his left. In reading the graph, we can all hope that we might 
fi nd ourselves on the right side of the graph, even though we know this 
is logically impossible. Yet justifying one’s own life in the numeric death 
of the collective makes a dangerous bedrock for hope. Fickle adulterers, 
numbers make love with the generations who move through them. 
These data have no allegiance.

Statistics render another sort of violence by abstraction. Gould’s 
disease is virtually always caused by asbestos exposure; according to 
historians, the disease exists only because of a massive, decades-long 
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cover-up by the asbestos industry. In different circumstances, mesothe-
lioma might easily have never existed, which would have led to a differ-
ent curve entirely (a fl at one). The spread of the disease was enabled, 
arguably, by the impersonality of aggregates—it is as if a gun was shot 
into a crowd, and fi fty years later someone from that crowd keeled over 
and died. Given this cloak of anonymity (who was it who had the 
gun all that time ago?), a would-be assassin might well be more likely 
to shoot.

Gould’s graph offers a seemingly objective view of the natural course 
of a cancer, rather than a glimpse into the politics of diagnosis—a poli-
tics that could easily fi ll a museum in the nation’s capital. Ovarian can-
cer, for example, is known as a particularly aggressive form of cancer 
because women often die relatively soon after diagnosis. But like most 
cancers, life chances have to do with how far the cancer has advanced 
at diagnosis, and so the label aggressive masks the fact that patients and 
doctors may have ignored subtle symptoms until the cancer advanced to 
a stage at which it was no longer treatable. In other words, skipping 
over the causes of cancer gives it an apolitical mystique. Statistical 
aggregations provide a logic through which bodies become interchange-
able numbers for which nothing need be felt, neither guilt, nor pleasure, 
nor horror. They enable prediction.

Donne’s bell can neither notice nor toll for a statistic. Donne can’t 
rationalize survivorship. Gould aims to comfort us with the possibility 
that in the coin of life in prognosis, we could each fl ip tails, even if some 
of those in a group of one hundred will invariably stare at the nickeled 
eyes of Thomas Jefferson. The Holocaust shoe project refuses statistical 
logic altogether; it’s not about the six million who died, but about each 
one of those people who died.

Built of the dead—people we’ve never met nor could meet—survival 
prognoses contain homogeneous units with only one variable: alive or 
dead. These Frankenstein numbers do more than scare each of us. They 
become something sinister: they feed on our friends’, acquaintances’, 
and enemies’ deaths, and they will feed one day on each of our deaths, 
just as they feed now on our lives.16 The statistics that offer the promise 
of beating the odds also evacuate the politics of prognoses.

stand up and be counted

After my treatment, I went to the hospital to see if I carry a cancer gene. 
The genetic counselor congratulated me on my negative result; I had won 
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the genetic roulette and could avoid a horrid conversation with my off-
spring about what I had done to them. But a strange chat still ensued. The 
genetic counselor told me she was pretty certain I am a carrier of some-
thing, they just don’t know what. She then showed me a chart that detailed 
my two sisters’ patterns of cancer risk, which increased a couple of percent 
each year until the chart ended when each turned seventy-nine. How weird 
to see my little sisters’ lives as a bar chart on the desk of a genetic counselor 
who knows nothing, absolutely nothing, else about them. I tried to picture 
my younger sister at seventy-nine. Would she still live in Vancouver? 
Would I get to see her? Would she still be my little sister? If I died, would 
she still be my sister? Then I chided myself for my narcissism.

My other sister, younger still, has an even higher risk for cancer. I 
couldn’t get my head around it until I realized that it is all about time: 
the older sister has lived cancer-free for eight extra years, and so has 
weighed in on one side of the calculated risk, while the younger sister 
has to live through those still risky years. Irony ensued when my oncol-
ogist told me that even at age 110 I will have a higher risk for cancer 
than the “general population.” Even my most doddering imagined 
future carries a threat.

In projecting a misleading solidity, the numbers don’t count only 
what’s already out there. They become a basis of evidence for argu-
ments about cancer by virtue of the preset categories for data collec-
tion.17 Numbers can seem equivalent and then tradable. Before you 
know it, you can exchange lives for other things, especially money, for-
getting that the numbers once represented real people, with real com-
munities and real histories and complex genealogies. Taking an objec-
tive count can be as misleading as it is illuminating.

I don’t particularly want to join the head-counting tribe, but since 
numbers so often defi ne this disease, it’s worth examining them.

As the numbers stand now, one in two American men, and one in 
three American women, will be diagnosed with an invasive form of 
cancer during their lifetimes. Each day, over 1,500 Americans die of 
cancer, and a quarter of all Americans will eventually die from this dis-
ease. While more men will ultimately develop cancer, under the age of 
39, women are signifi cantly more likley to develop invasive cancers.18 
Cancer has been the leading cause of death for Americans under 85 
since 2001, and is the largest killer of women aged 34–70 and of men 
aged 60–79.19 Of all diseases, leukemia is the biggest killer for men 
under 40; after 40 it’s lung and bronchus cancers. Breast cancer is the 
main killer, period, of women aged 20–59.20
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Currently, more than thirteen million cancer survivors live in the 
United States.21 Overall, cancer death rates are slightly declining: 
between 2004 and 2008, death rates decreased 1.3 percent per year.22 
Some people consider the falling death rate the result of decreasing 
smoking rates, others attribute it to the success of early detection, and 
still others consider the decline meaningless given its minuscule size and 
the wide spread of sundry diseases it covers.

Different cancer registries use different categories to collect data, 
including the site at which the cancer fi rst presents; stage at diagnosis; 
the patient’s age, race, and education; and the geographic location of 
treatment. The American Cancer Society estimates absolute numbers 
of cancer deaths each year as follows: lung and bronchus: 160,340 
(with a median age at death of 72); colon: 51,690 (median age, 74); 
breast: 39,510 (female), 410 (male); prostate: 28,170.23 Cancer inci-
dence rates, as opposed to death rates, offer quite a different lens. For 
example, the lung and bronchus cancer incidence rate, with 226,160 
diagnoses annually, is about 41 percent higher than the death rate, 
while there are nearly three times the number of colon cancer diagno-
ses (143,460) than deaths each year. Breast cancer incidence is about 
six times the annual death rate for both men (with 2,190 diagnoses) 
and women (226,870); the prostate cancer incidence rate (241,740 
diagnoses) is nearly ten times the annual death rate. About 360 men a 
year die of testicular cancer, with a median age of forty-four. Over two 
million Americans a year are diagnosed with nonmelanoma skin can-
cer, a disease with fewer than a thousand deaths annually; meanwhile, 
the 76,250 cases of melanoma each year correlate to about 9,180 
deaths a year.24

Although the numbers vary from year to year, certain trends emerge. 
For example, testicular cancer incidence rates have increased by at least 
75 percent since 1975 (although death rates have decreased to less 
than a third), and over the same timespan rates of brain cancers and 
central nervous system cancers have doubled for those aged 65 and 
over. Mortality rates for children under fourteen have declined by 66 
percent over the past four decades, but incidence of cancers for those 
aged 1–19 increased by 19 percent between 1973 and 2002.25 Similarly, 
rates of thyroid and rectal cancer are increasing. For prostate and colon 
cancer, incidence rates spiked with the introduction of screening, and 
then decreased. Between 1975 and 2003, incidence rates of prostate 
cancer nearly doubled while death rates decreased by about 15 percent 
(from 2.5/100,000 for men under 65 and 227.5/100,000 for men over 
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65 in 1975 to 1.9 and 196.9, respectively). Over half of pancreatic can-
cers are diagnosed at later stages, when the fi ve-year survival is only 2 
percent.26 Some cancers have been clearly linked to hormonal use, 
asbestos, cigarettes, hair spray, and nuclear fallout, but stats in them-
selves remain obdurately unable to produce causal explanations.27

It might be tempting to stop, draw conclusions, and compare dif-
ferent types of cancers. But any such attempt would be immediately 
stymied. Cancers, for example, are often graded to determine how 
aggressive they are. Then again, doctors will often tell a patient with 
an aggressive tumor that he is lucky, since chemotherapy tends to 
work better on more quickly dividing cells. Although cancers are 
listed in the registries by the organ that hosts the initial cell division, 
these categories mislead, since even tumors that start in a particular 
organ can be a completely different type of cancer. Occasionally phy-
sicians can’t tell where a widely metastasized cancer started. Such 
categories can have signifi cance for detection, though, as witnessed 
by the recent introduction of the term “below the waist” cancers. 
This term calls attention to the way that curtains of discretion can 
affect the spread of the disease and the likelihood that one will seek 
advice for symptoms that most people don’t want to hear about, let 
alone talk about.

Already, the statistics of incidence and mortality confuse. Add to this 
race, stage at diagnosis, time to recurrence, a three-to-four-year time lag 
in collating cancer data, and the fact that many states do not keep ade-
quate registration records, and cancer becomes virtually impossible to 
track. And of course, although statistics mark diagnoses and deaths en 
masse, the actuality of “one here and one there” means that each case 
alters, for better or worse, the fl ourishing of whole communities.

To be sure, each cancer comes with its own unique way of torturing 
people. Some cancers present so rarely that virtually nothing is known 
about how, why, and when they spread. Others may begin in different 
organs but attack in similar ways, such as by causing loss of a vocal 
chord, making it diffi cult to walk, or changing physical appearance. 
Two people with random cancers might fi nd solace by sharing similar 
prognoses rather than the etiology of a disease. Debate rages about 
whether very early “precancers” should fall under the category “can-
cer” at all (a question I take up in chapter 7). This debate carries dra-
matic implications for the statistics, not only in how the data are listed, 
but for policy decisions that affect screening and treatment protocols 
that are based on extrapolations from population data.
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People with good prognoses die, and people with bad prognoses live, 
so churlishness about who gets to carry the “real” cancer card can only 
take one so far. Besides, people who survive benefi t everyone facing 
discrimination and counter the cancer-diagnosis-equals-death-sentence 
perception. Nonetheless, the very word cancer is so fraught that the fact 
that the cancer may be tiny and curable can be lost on a patient. Type 
of cancer can be confusing in another way as well: both Susan Sontag 
and my friend Jane “offi cially” died of leukemia, though the leukemia 
was the result of treatment for other cancers.

In their 1981 book The Causes of Cancer, Richard Doll and Richard 
Peto list three types of cancer of “outstanding importance” that, as of 
1978, accounted for half of all cancers: lung, large bowel, and breast.28 
These still remain the top killers, seemingly intractable medical and 
social issues despite the billions spent on antismoking campaigns, 
research, education, early detection, and treatment.29

Race offers another way to parse the statistics. Overall, African 
Americans have more cancers, as well as higher mortality rates.30 Some 
researchers ascribe this difference to biology anchored in racial charac-
teristics.31 Other studies fi nd that once African Americans have access to 
screening, their cancer incidence and survival rates become comparable 
to those of whites.32 Such examples show that the categories used to 
collect data may be misleading if experts attribute disease patterns to 
race or age alone rather than considering access to healthcare or envi-
ronmental factors.33

Risk does not deal fairly. Still, in some ways the risks of getting or 
dying from cancer can be measured against social status. Educational 
status matters more than race for absolute death rates. Less educated 
people are more likely to smoke (by a factor of three) and more likely to 
be obese. Whole groups of people, depending, say, on who might be 
eligible for spousal healthcare benefi ts or which jobs come with bene-
fi ts, are excluded from healthcare coverage. One person I spoke with 
who was diagnosed with cancer at the age of thirty-three traces his 
symptoms back to when he was sixteen. However, as the son of a 
working-class single mother and then as a contract worker in the com-
puter industry, he had no insurance until he got married at age thirty-
three, three months before he collapsed in a subway station, which led, 
fi nally, to the diagnosis of his cancer. Minorities who have experienced, 
or interpreted, discrimination are less likely to visit doctors for check-
ups or to follow up on health concerns. One study found that nearly 80 
percent of nurses did not want to touch their gay and lesbian patients.34 
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The Mautner Project, subtitled the National Lesbian Health Organiza-
tion, fi nds that “lesbians are likely to receive substandard care, or 
remain silent about important health issues they fear may lead to stig-
matization. . . . Lesbians may be one of the most medically underserved 
populations in the U.S.”35 Another study, one that used actors and 
scripts, found that given the exact same symptoms and age, women 
were less likely to be treated with the standard of care that men received, 
blacks less than whites, and black women were the least likely to receive 
medically indicated follow-up. This was true regardless of the race and 
gender of the doctor.36 Systematic discrimination is also disguised by the 
fact that the cost of medical insurance is the same no matter how actual 
care received measures against the standard of care.

The statistics, vast enough to argue for the signifi cance of a research-
er’s fi ndings, or to claim a political agenda, also serve to shore up a 
notion of the disease—or the sum of the various diseases—that we 
implicitly agree to call cancer. The numbers create categories that might 
be inhabited and battled in terms of odds. Others have found more fl uid 
ways to live with, and inside of, the new versions of time presented by 
the data. Often, this brings us to narrative.

it must go on

Prognostic time demands that we adopt its viewpoint, one in which the 
conclusion haunts the story itself. Familiar dramatic narratives offer a 
pleasurable consummation. Knowing from the beginning how a Shake-
speare play ends, we can anticipate that end throughout. By disclosing 
the eventual death of the protagonist in an opening scene of her play 
W;t, Margaret Edson offers the omniscient opportunity to witness Bear-
ing’s journey into that experience. In this way, the play mimics other 
artifacts of cancer culture in which endings and beginnings are entwined. 
The clinical trial report states survival statistics, while the medical mal-
practice archive documents injuries and deaths. In these archives, the 
punch line of the future is dissipated, dissolved into the past—we know 
the end of the story even as we read it from the beginning. The tempo-
rality echoes the double action of prognosis: causing and evacuating the 
terror of a potentially limited future.

Vivian Bearing, W;t’s terminally ill English professor, offers a 
grammar, rather than a chart, for approaching death. She speaks 
about Donne’s Holy Sonnet VI: “Nothing but a breath—a comma—
separates life from life everlasting. . . . Death is no longer something 
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to act out on a stage, with exclamation points. It is a comma, a 
pause.”37 The pause indicates the blip between time lines—the one 
that leads toward an inevitable death, and the other in which there is 
no death. Amid all the ways to mark illness—the check boxes on 
forms, the numbers, the wigs, all the things that purport to carry 
meaning but can as easily occlude it—the comma, for Bearing, carries 
both signifi cance and mystery equal to impending death. Punctuation 
provides comfort.

In Donne’s poem, where death merely interrupts two forms of life, 
punctuation provides the structure of inevitability and the means of 
mourning. But in its own ambition toward timelessness, it also provides 
the structure for the narrative of life passing into death through the 
meter of time and recitation.

Using the time-arresting medium of photography, Hannah Wilke, 
who died of lymphoma in 1993, challenges the viewer to ask related 
questions about destiny, the future, possibility, and inevitability. Wilke 
began her project of self-portraiture in the early 1960s, as her mother 
was dying of cancer, donning Greek robes and photographing herself in 
sensuous poses, or sticking chewed gum on herself and photographing it, 
perhaps offering a 1970s New York art-scene version of a Dutch vanitas 
painting. If Wilke’s early images refl ect Western archetypal beauty, their 
meaning shifts dramatically in light of the two-decade series of images 
that ends with larger-than-life photographs of her middle-aged, posi-
tively not beautiful self in hospital gowns, receiving chemotherapy, and 
losing her hair.

The series of images comes full circle: Wilke foreshadowed the end at 
the beginning, when she juxtaposed her self-portrait with an image of 
her dying mother (fi g. 3). The artist is young—youthful and white as a 
sixteenth-century Bronzino, her eyebrows plucked high and perfect; her 
stereotypical red-rose lips puckered with half a smile, triangulating the 
nipples of her breasts; her mass of dark hair tumbling around her head 
as if she were aroused. She looks directly at us. Audacious. Challenging. 
She reiterates a scene—an icon—a caricature.

Her mother, in contrast, looks down and across, as if toward Wil-
ke’s right breast. That gaze triangulates the young Wilke’s right nipple 
and the mother’s vertical mastectomy scar, rutted against her dark 
skin with the cluster of red welts, which must be skin metastases, edg-
ing into the taut skeleton of her shoulder. The vivid color in the pho-
tograph—black, unkempt wig (surely?), reddened lips—hints at an 
ersatz health.
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Thirty years later, Wilke’s fi nal, hyper-staged photos cite the Madonna 
theme again. In one she uses a pale blue hospital blanket as a shroud that 
covers both her bald, tilted head and her now sagging breasts (fi g. 4). 
The depths of this image do not conceal a held child, however; the cancer 
legacy stops here. The photos together force the question: did Wilke 
foresee her cancer future?

From this vantage point, we can read the fi rst photo only in light of 
the later one. We know what future they embodied: Wilke haunts us 
with a near-inevitability.38 But if her ironically posed grace in the 
Madonna photo shows the certainty of disease and death, it also iter-
ates the mocking of time afforded by the medium of photography. Pho-
tography, as Roland Barthes theorizes, gives each of us a prognosis. A 
short time before he was killed by a truck as he left his classroom at the 
Sorbonne, Barthes wrote:

One day, leaving one of my classes, someone said to me with disdain, “You 
talk about Death very fl atly.”—As if the horror of Death were not precisely 
its platitude! The horror is this: nothing to say about the death of one whom 
I love most [his mother], nothing to say about her photographs, which I 

figure 3. Hannah Wilke, Portrait of the Artist with Her Mother, Selma Butter, 
1978–1981. Diptych, two cibachrome photographs, 40 × 30 inches each. Hannah Wilke 
Collection & Archive, Los Angeles © Marsie, Emanuelle, Damon and Andrew Scharlatt/
Licensed by VAGA, New York, NY. Reprinted with permission.
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contemplate without ever being able to get to the heart of it, to transform it. 
The “thought” I can have is that at the end of this fi rst death, my own death 
is inscribed; between the two, nothing more than waiting; I have no other 
resource than this irony.39

He can see it, but he can’t get at it. He has nothing to say; he can’t trans-
form it. He can only wait. Here again, as with Bearing’s comma, the 
seeming timelessness of the photograph counters the time of life’s pas-
sage. Wilke’s images suggest that prognosis affects every dimension of 
time, not just the future; the past becomes equally mysterious and 
unknowable.

Lucy Grealy makes this point explicitly in her memoir Autobiogra-
phy of a Face, capturing the eeriness of the past under life in prognosis, 
the sense of how her life’s truth and relevance might be “revealed” 
through diagnosis. Grealy was diagnosed with Ewing’s sarcoma in her 
jaw as a child and underwent years of harrowing surgeries that 
attempted to reconstruct her face, disfi gured by radiation treatments, 
until she died of a drug overdose at age thirty-nine. Here, Grealy recalls 
a precancer childhood memory that becomes epiphanic after diagnosis:

figure 4. Hannah Wilke, Intra-Venus Series #4, 1992–1993. Performalist self-portrait 
with Donald Goddard, chromogenic supergloss print, 47½ × 71½ inches. Courtesy 
Donald and Helen Goddard and Ronald Feldman Fine Arts, New York.
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As I sat there on the playground’s sticky asphalt I experienced time in a new 
way. . . . A year before, my class had gone on a fi eld trip to a museum where 
I became fascinated with a medieval chart showing how women contained 
minute individuals, all perfectly formed and lined up like so many sardines 
in a can, just below their navels. What’s more, these individuals contained 
more minute versions of themselves, who in turn held even more. Our fates 
were already perfectly mapped out within us. . . . It’s impossible for me not 
to revisit this twenty-year-old playground scene and wonder why I didn’t go 
right when I should have gone left, or alternatively, see my movements as 
inexorable. If the cancer was already there, it would have been discovered 
eventually, though probably too late. . . . Sometimes it is as diffi cult to know 
what the past holds as it is to know the future, and just as an answer to a 
riddle seems so obvious once it is revealed, it seems curious to me now that 
I passed through all those early moments with no idea of their weight.40

Trying “to know what the past holds,” what alternatives and what 
necessities it contained, can become a near obsession when a person 
with advanced cancer faces the fl imsy pages of a medical report. When 
a patient learns, for example, that her cancer, though present, was 
undetected in earlier tests and thus unannounced in earlier reports, this 
realization turns the faulty reports into the material remnants of lost 
opportunities—of times when treatments might have been less invasive, 
more effi cacious.

No matter how far one’s cancer has spread, virtually everybody 
wishes they had been diagnosed sooner. At the retreats I attended, peo-
ple talked about their alternative, possible pasts: the shame of not hav-
ing done self-exams, of delaying tests because of being too busy, or of 
not wanting to ask more of already overworked people. Sharon said: “I 
wasn’t politicized enough and aware enough to ask.” Liz talked about 
the junctures when her doctors didn’t believe her reports about her 
symptoms. Not believing them herself, she decided to collect evidence 
of her yet undiagnosed leukemia herself, storing blood in her refrigera-
tor and photographing it. Despite the action she took on her own behalf, 
regret and shame fi lled her memories: “How could I have just let it all 
happen, with all these signs—how could I have, you know, gone for my 
course in Toronto when I had to get up fi ve times because I was bleed-
ing so much?” Alice asked, “How could they have missed two tumors 
11 cm and 10 cm that were fused together? On my CT scan they thought 
my tumor was my uterus.” Tina, a nurse, asked: “How could I have had 
so much trust—how could I have been so lackadaisical about my own 
health?” When she needed to book her surgery, her nurse-colleagues 
told her not to book it for the fall since they were short-staffed. So she 
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delayed and later wondered, “I’m a nurse, for God’s sake. Why couldn’t 
I advocate for myself?” Here is Jennifer: “When doctors did not do 
exams, I did not want to ask them to touch my tits.” And Christine: 
“She told me I was too young to have cancer, and so we just watched it 
metastasize.” And Lynn: “I showed him the lump and he said since it is 
painful, it is not cancer.” Beth: “I don’t know why I didn’t insist. I guess 
I just didn’t know.”41

The “how could” discussions expressed a yearning for an alternative 
narrative that offered better odds. The women’s stories recalled 
moments, imagined crossroads—places at which a different action 
could have resulted in a different life. Despite the possibility of illness, 
well people, presumably, entered these life-altering junctures. Advo-
cacy, diagnostic tests, trust—had my friends stayed well, they never 
would have given such things a second thought. Entering the nexus, not 
one of those women perceived herself as at risk for having cancer.

conclusion

If I hadn’t been the “1 in 207” women who at my age have my stage 
and type of cancer, the rifl e’s spray of statistics would have laid claim to 
someone else who didn’t do self-exams, whose physicians were careless, 
who delayed her medical checkup, who had no symptoms until it was 
too late, or who had no medical insurance. The stats don’t really care 
about that part. They at once describe and mask description. A single 
number implies both anyone (who could be the one with cancer) and 
everyone (in a culture and biology of cancer).

Survival odds and grammar offer various ways in which prognoses 
come to be made meaningful through the counting, recounting, and 
uncounting. As fragments, they also create partial knowledge and cast 
silhouettes that hide other tricks, as the subsequent chapters describe. 
The prognosis yokes the survivor to the past and future, but confus-
ingly. The illness adage of “living in the moment” nearly entirely misses 
the point. Living-in-the-Moment may provide a small resistance to the 
march of time. But it also mystifi es the ways in which daily newspapers, 
retirement savings plans, and pharmaceutical advertisements alike ask 
us—even require us—to live in prognosis out there in the wild world, 
walking before the fi ring squad. I am alive. No, you are dead.
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When my partner’s sister showed up at our house all bald after her che-
motherapy, I demonstrated my unvarnished social aptitude with the 
ridiculous joke, “Hey, you could totally be a lesbian!” I had picked up 
the culture of stigma, and this prevented me from genuinely recognizing 
her, even a few years later as she sat in a wheelchair shortly before her 
death. When my cousin Elise was undergoing chemotherapy treatment 
while in her early thirties, I couldn’t even mention cancer, couldn’t 
(wouldn’t, didn’t) say I was sorry or ask her how she was doing—even 
though it was so obviously what was going on. I was thirty-fi ve, for 
God’s sake, a grown-up, yet cancer was so unthinkable that I couldn’t 
even acknowledge her disease. Whatever rationalizing spin I try to give 
it, I sucked in all the ways I had to deal with later when others made 
similar dumbish comments.

I don’t blame people for not knowing how to engage with a person 
with cancer. How would they? I obviously didn’t. Despite the fact that 
each year 72,000 Americans between the ages of fi fteen and forty are diag-
nosed with the disease—double the incidence of thirty years ago—many of 
my friends in their thirties had no personal experience with cancer.

Everyone who has “battled,” “been touched by,” “survived,” 
“become a shadow of a former self,” or otherwise inhabited cancer 
clichés has been asked to live as a caricature. As poets recognize, clichés 
shut down meaning. These turns of phrase allow us not to think about 
what we are describing or hearing about. If we know roses are red and 
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violets are blue, why would we bother to take a close look? News arti-
cles, TV shows, detection campaigns, patient pamphlets, high-tech pro-
tocol-driven treatments, hospital organizations, and everyday social 
interactions force people with cancer to live in and through these cli-
chés. These venues overlap to form a broader network of ways we 
think, and refuse to think, about a revolting way to die.

I’m not opposed to social grace. A quick “You look good” followed 
by “Oh, thanks” offers a mutually welcome segue to the next discussion 
topic and enables propriety to mask the confusion about how disease 
should be acknowledged. It saves us from getting snot on a work shirt 
or accidently oversharing an existential crisis with a mere acquaintance. 
Still, the awkwardness—no, the devastating denial—contained in these 
conversations offers a window into the larger social confusion about 
how illness fi ts in with the broader economic and political infrastruc-
tures that contour American ideas, even ideologies, of a lifespan.

It’s no wonder shame is such a common response to diagnosis. As 
usual, the Oxford English Dictionary helps—shame: “the painful emo-
tion arising from the consciousness of something dishonouring, ridicu-
lous, or indecorous in one’s own conduct or circumstances . . . or of 
being in a situation which offends one’s sense of modesty or decency.” 
We know cancer will happen, yet when it does, it seems dishonoring or 
indecorous. I don’t refer to its side-effects here; the physical breakdown 
of the body virtually epitomizes “indecorousness.” Judgments about 
proper decorum (be a survivor, wear a wig, look good!) can help illumi-
nate the ugly downside of America’s will to health.

My economic class, my age, and certainly my nationality buffered me 
from thinking about survival until I was suddenly the one who might be 
survived. Diagnosis beckoned me to attend retreats, camps, and support 
groups. Diagnosis made me share an infusion room—do all kinds of 
things, really—with many people who didn’t live for much longer. 
Diagnosis accompanied me in reading their obituaries, attending their 
memorial services, going to the garage sales of their things, writing on 
their memorial websites.

To be sure, diagnosis (as opposed to death or just plain old life) 
comes with its benefi ts. I got a kayak, albeit with a leak, as well as two 
weeks of adventure camp where I learned how to use it, all for free 
thanks to a group that offers young adult cancer “fi ghters” an experi-
ence designed to empower them to “climb, paddle, and surf beyond 
their diagnoses, defy their cancer, reclaim their lives and connect with 
others doing the same thing.”1 Even so, things can go bad. During down 
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moments, I think about how at least my life insurance could pay for 
some cool things for my kids, or that maybe I don’t have to worry about 
saving for a down payment for a house, since in order for a home to be 
a good investment one should really plan to live in it for fi ve years. I can 
look down from a superior place at all the people scurrying around on 
projects I have determined do not matter—and then go and do the laun-
dry or shop for groceries just as everyone else does. Like Bette Davis’s 
character dying of a brain tumor in the 1939 movie Dark Victory, one 
can consider oneself the lucky one, not having to survive the deaths of 
those one loves.

(Sometimes one can’t help but devolve into a self-centered, unremit-
ting fear. To ground myself in my ordinariness, I like to keep in mind 
what a driver once told me when I asked him what it was like to chauf-
feur celebrities such as Oprah Winfrey around New York. He fi ngered 
the St. Christopher amulet hanging from his rearview mirror and 
declared, “They like to think they are important. But after every funeral 
I’ve been to, people do the saaaaame thing. They eat.”)

The child survives the parent, the doctor survives the patient, the 
healthy survive the sick. But how have we come to take this mode of 
lifespan and survivorship for granted, as something to which we are 
entitled? Even a century ago, some—heck, many—of us would have 
died youngish, in childbirth or of some illness. Devastating though it 
may have been, people weren’t shocked. Even in the present, we don’t 
exactly live in medical nirvana. The United States is not in the top ten 
for the longevity of its population. According to some studies, it’s not 
even in the top forty.2 Yet despite such statistics, the United States 
spends more on healthcare than any other nation. Part of Americans’ 
dismal life expectancy results from the broad lack of access to health-
care as well as documented discrimination against the usual suspects: 
African Americans, women, younger people, and queers (not to men-
tion those groups that remain not so well documented). Other factors 
affect even those with excellent access to excellent care: high levels of 
toxins in the environment, and in turn in human and animal bodies; 
cigarettes; guns; and little safety oversight of food, automobiles, and 
other products. Physician Peter Pronovost lists medical error after heart 
disease and cancer as the third largest killer in the United States.3

In short, despite the insistent rhetoric, American economies simply 
do not prioritize health. No particular logic demands that a popula-
tion’s general health should trump other national concerns. So what do 
we get when we notice that it doesn’t?
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The anxious dissonance between the bleak median state of health in 
America and the upper and middle classes’ general sense of entitlement 
to health and longevity plays out in the different, even contradictory, 
modes of time in which we each must live. On the one hand, lives cor-
relate to a greater and lesser extent with a standardized, assumed time-
line: birth; marriage; children; working, saving, paying taxes; kids’ col-
lege bills; retiring; dying. On the other hand, we have various links with 
immortal systems. The state, for example, underpins our expectations 
of a lifespan by helping some of us if we die early through various forms 
of fi nancial aid to those it understands as legitimate dependents. In this 
sense, the immortal state (or an employer) can take the part of linking 
our “survivors” to the immortal timeline of capital. Still, enough people 
drop out of line with this standard story that a pervasive insecurity 
shores up a uniquely American security state.

Unpacking the dissonance offers insights into how notions of health 
are shored up and made to seem like an entitlement, when health is in 
fact the unspoken tenet of a lifespan, one that is often cast aside as an 
externality. No one feels this more baldly or sees it more starkly than 
those who have slipped off the bandwagon at the peak of the party onto 
the cold, hard cement.

cancer burden

If the organ that fi rst harbors a cancer provides one way to chalk up 
numbers, age offers another vector through which to analyze the social 
dimensions of the disease. One of the most delightful characteristics of 
youth—that you are indestructible (until you’re not)—is one of its 
greatest risk factors, as well. Cancer is the largest disease killer of adults 
under forty. One in forty-nine young American women and one in 
sixty-nine young men are diagnosed with invasive cancers.4 The num-
bers are far from insignifi cant, especially given the social costs of the 
number of years of life (read, productivity) lost. Yet until about fi ve 
years ago virtually no oncological attention was given to this demo-
graphic.

While cancer survival rates have steadily, if haphazardly, improved for 
children and older adults, they remain historically static for young adults. 
Adults under forty don’t undergo regular screening, and as students or 
temporary employees, they often don’t have access to regular healthcare. 
In cases where they do seek out care, younger adults have little 
experience advocating for a defi nitive diagnosis. Furthermore, doctors 
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often work under the misguided assumption that cancer is a disease of 
older people, leading to an immorally high number of delayed diagnoses 
and, in turn, the large proportion of late-stage cancers. This misinterpre-
tation of cancer carries enormous fi nancial and personal costs, costs 
that are more often dismissed as individual misfortune—an act of God, 
perhaps—than as problems with the diagnostic process and access to 
healthcare.

Alison, age forty-one, spoke before she died of her months of being 
misdiagnosed by a pulmonologist at University of California, San Fran-
cisco, who claimed that she must have asthma rather than a metastasis 
to the lung of a cancer that she had been treated for three years prior. 
Afterward, she was confounded by her doctor’s “lack of curiosity,” but 
she said she didn’t advocate too hard because she didn’t want to hear 
that she had a metastasis.5 Petra initially went to her ob-gyn to have a 
hard spot checked out when she was thirty-six. The doctor thought it 
was nothing but promised to keep tabs on it. The next year she went to 
the offi ce again, though the original doctor was not available. The new 
doctor ordered a mammogram, ultrasound, and core biopsies; the ultra-
sound found nothing, and the day after a core biopsy located an eight-
centimeter malignant tumor, the mammogram results came in: negative.6

Gene, twenty-eight, found out in 2004 that a brain tumor recurrence 
had been growing since 2000, yet no one had passed along the informa-
tion. He has those original radiology reports, but the doctor left the 
practice. Jess’s doctor pulled a silicone “practice” breast from the cup-
board to show her the difference between a hard lump and a soft lump, 
diagnosed hers by feel as a benign cyst, and delayed diagnosis by over a 
year. A freshly minted thirty-three-year-old lawyer I spoke to had 
waited for six months until the insurance that came with a new job 
would cover her visit to a doctor. She was diagnosed with metastatic 
cancer and died six years later.7

Compounding these problems, younger people suffer from an intense 
“cancer burden.” Often they have few savings on which to draw during 
long treatments; have young children to support; face job discrimina-
tion and job loss; and, if they survive, suffer from a chronic condition 
that may cost thousands of dollars a year even with insurance. Further-
more, the stereotypes about cancer lead to the profound alienation of 
young adults, who, often the youngest people in the chemotherapy 
room, need to cope with the inexperience and misinformation of their 
friends, family, communities, and at times, even physicians. Few clinical 
trials focus on young adults, and overall they have poorer outcomes 
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than the older and younger groups with treatments standardized for 
those demographics.

As with the cancer category more generally, it barely makes sense to 
consider cancer in this demographic as one disease. Mean fi ve-year sur-
vival rates for young adults (15–39) exceed 94 percent for Hodgkin 
lymphoma, thyroid carcinoma, and testicular tumors. Notable improve-
ment has taken place in acute leukemias, while survival rates for numer-
ous other cancers remain intractably low, particularly when controlling 
for stage at diagnosis. With metastasis, mean fi ve-year survival in this 
age group slips to 89.7 percent for thyroid carcinomas, 86.7 percent for 
Hodgkin lymphoma, 73 percent for testicular cancer, 47.8 percent for 
ovarian, 31.6 percent for breast, 18.9 percent for colorectal, and 5.9 
percent for lung.8 (I examine various aspects of cancer and young adults 
in other parts of Malignant.)

The nearly complete lack of socioeconomic support that presses 
those with catastrophic illness entirely out of the system bears some 
examination, especially given the pivotal role young adults play eco-
nomically. Having to watch the economy of accumulation from the 
outside—to decide whether to return to work or stay on Social Security 
disability, for example—might give new insight into the justifying logics 
of mortal lifespans in immortal systems.

Cancer itself parodies the capitalist ideal of accrual through time, and 
people with cancer inhabit its double consciousness. In the cancer com-
plex, the relations among cell division, fi nancial accumulation, and 
deferred gratifi cation are anything but linear. For each postdiagnosis 
individual, the story will go one of two ways: You will have a recurrence, 
or you will not. You will die of cancer, or you will not. You will be ill for 
a long time, or you will not. If you defer your spending for too long, you 
won’t get to enjoy it. But if you don’t defer . . . well, what if you survive 
but have spent all your money on a new kayak and a trip down the 
Grand Canyon? What if you want to go back to work but can’t because 
your employer found out you had cancer and fi red you? What if you 
can’t get insurance because of preexisting illness? What if your small 
business didn’t survive the time you had to take off for treatments?

When I was in college, my dad offered me ten dollars to read a book 
called The Wealthy Barber.9 In this book I learned the value of starting to 
save early in one’s life. The book claimed that the barber or secretary who 
began working and saving at age twenty was far better off than the 
teacher or nurse who began working at thirty or the lawyer who spends 
all her money on Pebble Beach vacations. That extra ten years of working 
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and saving, even with a low salary, adds up some forty years later to a 
princely sum on which to retire. The book aimed to show how people 
who live for seven or eight decades can hook into market systems that 
grow for a couple of centuries to their advantage. These systems value 
modest barbers who know how to play the system more than spendy 
lawyers who don’t bother. The trick lies in time—specifi cally, in having a 
lot of it during which to watch one’s savings grow inside the market.

The morass of young adult cancer, the confusion and dislocation, can 
be read as a collision in modes of time. In an aspirational, personal, and 
normative timeline, one supports one’s kin. In losing one’s relation to that, 
an immortal timeline ticks by as one misses the chance to put aside savings 
and get that promotion. These two temporal modes can compete and 
destroy each other with even the smallest trip-up in their assumed alliance.

The idea of lifespan justifi es the pressure on young adults. After all, 
when else would one save for retirement or have young kids? The obvi-
ousness of this question indicates the centrality of the larger social fan-
tasy that holds together the economic necessity of one’s “productive 
years” in which one is assumed to be the most attractive, the most fi t, 
the most able-bodied of one’s life. Yet precisely when people have to 
drop out of those years because of the brute bad luck of illness, one 
fi nds, instead of the expected social supports, people holding their own 
fundraisers or websites auctioning massages and hula hoop lessons to 
pay for chemotherapy. As one twenty-nine-year-old who has been liv-
ing in the cancer complex for fi fteen years put it, “A fundraiser is where 
you invite people to a big fun event, serve great drinks, and do every-
thing possible for them not to think about cancer.”10 You do want peo-
ple to feel good and strong so that they will open their wallets, and who 
doesn’t like good clean fun?11

game face

When it comes to interpretive rubber meeting the symbolic road, noth-
ing beats an advertisement featuring cyclist Lance Armstrong (fi g. 5). 
Armstrong inspired a generation of cancer survivors through his cha-
risma, his cycling victories, and by pouring millions of dollars into his 
nonprofi t, typographically loud, LIVESTRONG organization. To be 
sure, he cuts an ambivalent fi gure, both having played the cancer card 
in extremis to veer attention away from the numerous performance-
enhancing exploits that led to his being stripped of seven Tour de France 
victories, and having funded needed cancer research. Armstong and 
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cancer cultivated a mutually benefi cial relationship, partly demon-
strated by the willingness of many cancer survivors to support him even 
in his fall.

In 2006, American Century Investments (ACI), a private fi rm manag-
ing more than $100 billion in assets, entered into a partnership with 
LIVESTRONG in which ACI donates to the charity part of the profi ts 
from a series of life-cycle mutual funds, “in which the type of invest-
ments vary according to the age of the investor.”12 As ACI boasts on its 
website, “LIVESTRONG Portfolios make investing for retirement . . . as 
easy as identifying the approximate date you plan to begin withdrawing 

figure 5. In 2006, American Century Investments partnered 
with Lance Armstrong to create a series of widely advertised Live 
Strong term funds. The company continues to maintain the Live 
Strong funds, despite Armstrong’s ignominy over performance-
enhancing drug use.
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your money.”13 The pun of “life-cycle” aside, the magazine ad highlights 
Armstrong’s role as a translational fi gure for the nexus of industry, can-
cer, and humanitarianism.

Armstrong claims survivorship as a key identity, reiterating continu-
ally that his greatest success and pride lie in his having survived testicular 
cancer. In his autobiography, It’s Not about the Bike, Armstrong 
describes his active search, when diagnosed in 1996, for the best care 
available to overcome his prognosis.14 He settled on a doctor who offered 
a then-new regimen that revolutionized treatment for testicular cancer, 
turning it from a high-risk disease into a largely curable one, even in its 
metastatic iteration. The coincident timing of his diagnosis and this new 
treatment underpins what he portrays as his own agency in fi nding med-
ical care—another inspirational aspect of his cancer survival story. Arm-
strong’s story is misleading, however, in that it overemphasizes the role 
of patient agency in the success of cancer treatment, a view that corre-
lates with the advertising messages of cancer centers and, well, banks. It 
also overestimates the curative potential of treatments for most cancers, 
though we’d all like to believe in these infl ated claims. And it propagates 
the myth that everyone has the potential to be a survivor, deaf to the 
reality that “survivor” implies, in the fi nal analysis, “dier.”

The Armstrong story comes with real social costs for many people 
surviving with and dying of cancer. Like so many cancer narratives, 
Miriam Engelberg’s graphic novel Cancer Made Me a Shallower Person 
ends abruptly with the recurrence of her disease and her subsequent 
death. In one frame she holds a placard stating, “Lance Armstrong had 
a different form of cancer!” (fi g. 6).15 Her friends’ and colleagues’ com-
parison of her situation with Armstrong’s offered only a terrifying 
denial of her actual situation.

The ACI advertisement summons you to gaze into the close-up image 
of a determined-looking Armstrong, and after thinking to yourself, 
What the fuck? you read that “to put your Lance face on . . . means 
taking responsibility for your future. . . . It means staying focused and 
determined in the face of challenges.” Control over one’s future weaves 
cancer survival, Tour de France victories, and smart investing into a 
common thread. But all this unravels, much as his own cycling success 
has, in the tiny hedge at the bottom of the ad: “Past performance is not 
a guarantee of future results. . . . It is possible to lose money by invest-
ing.” Even the Lance Face can’t see the future.

This warning, necessary by law, echoes a skill essential for capital-
ism. In a study of fi nancial risk, Caitlin Zaloom fi nds that a market 
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trader “must learn to manage both his own engagements with risk and 
the physical sensations and social stakes that accompany the highs and 
lows of winning and losing. . . . Aggressive risk-taking is established 
and sustained by routinization and bureaucracy; it is not an escape from 
it.”16 The ACI ad’s confl ation of Armstrong as athlete and cancer survi-
vor proffers the ideal personifi cation of market investing, since capital-
ism requires a valorization of focused determination and responsibility 
for one’s future, even as one risks one’s savings. By now a truism, liberal 
economic and political ideals require citizens to place themselves within 
a particular masochistic relationship toward time: we save money now 
for imagined pleasures and security in the future. Without this ethos of 
deferred gratifi cation, banks couldn’t remain solvent.

In Armstrong, age, class, gender, and a curable cancer along with his 
brilliantly choreographed cheating, masochistic training schedule, and 
dazzling marketing skill combined to form an icon of cancer survivor-
ship. His status overshadows a simple fact: cancer can completely 
destroy your fi nances and your family’s future. Sixty percent of per-
sonal bankruptcies in the United States result from the high cost of 
healthcare.17 Cancer can be a long, expensive disease, paid for over gen-
erations. When your fi nancial planner asks, semi-ironically, how long 
you plan to live, he calls up the paradox of survivorship. Middle- and 
upper-class Americans plan for an assumed longevity, and to be sure, a 
properly planned lifespan combined with a little luck comes with its 
rewards. But in times of trouble, the language of fi nancial service starts 

figure 6. Cartoonist Miriam 
Engelberg captures the confusing, 
misleading, and sometimes 
undermining ideas about cancer 
and survivorship in light of Lance 
Armstrong’s iconic status as a 
cancer survivor. (From Cancer 
Made Me a Shallower Person 
[New York: Harper, 2006], n.p.)
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to ring hollow, even for healthy youngish people. In a meeting with a 
Fidelity representative about my decreasing retirement account—and 
the decreasing value of virtually all of Fidelity’s offerings—he kept say-
ing, “As your retirement plan grows.” When I pointed out that it had, 
in fact, shrunk by 45 percent, he stared at me blankly. When I asked 
him about people who don’t make it to the age of sixty-fi ve, he pleaded: 
“You really need to think about it as a retirement plan.” In his training, 
the age of the investor offered the proxy for lifespan prognosis.

An implied lifespan grounds many economic benefi ts: you work 
now, we’ll pay you later. Social Security benefi ts are based on how 
much you put into the system over years, and they last until you or your 
survivors are no longer eligible. Middle-class jobs often include not only 
salaries, but also “deferred payments” such as pensions, penalty-free 
retirement savings, and, for some academics, tuition breaks for chil-
dren’s college education.

If you croak early, some of these contributions may revert back to your 
estate, others are disbursed to qualifying survivors, and still others are 
recycled into plans that pay for the education of your colleagues’ children. 
As with any insurance policy, the state or the employer calculates averages 
over the whole workforce and offers a salary package as a fi nancial bet on 
your mortality. If you get paid a certain amount when you’re old, it’s 
because some died young. It’s nothing personal; this is actuarial time.

Wait—I take that back. There is little more personal than your sex 
life, your orientation, and your marriage status, which greatly affect 
your survivorship. That is, if you say you are sleeping with one person 
and one person only, and if that person is of the opposite sex (as of this 
writing!), you are over a certain age, and you have sealed the deal with 
the court, your cancer card will play more lucratively. If you fi ll these 
criteria, you can pass on your benefi ts and enable your loved ones to 
pay off some of your medical debts or live out a more comfortable life 
in spite of your absence (and sometimes because of it).

Every American worker pays Social Security taxes in accordance 
with income rather than by the type of support they will be withdraw-
ing from the system. Thus, the surplus skimmed from the nearly half of 
American adults who choose not to live with, sleep with, or bicker with 
someone over eighteen of the opposite sex—or at least to do so, by 
choice or exclusion, under the radar—underwrites the benefi ts that oth-
ers receive. (Actuarially speaking.)

A Social Security check is one of the few dependable modes of retire-
ment income now, in the insecure world of private investment for 
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retirement (given that there are not many guaranteed pension programs 
left). The quarterly slip of paper that tells each working person how much 
money their spouse and dependents will receive each month if the worker 
dies or becomes disabled offers different measures of security. To some it 
will offer a sense of relief that her main “peeps” will be taken care of, and 
to others it generates an awareness of disenfranchisement, a reminder that 
his labor will not result in the same benefi ts for his social support systems 
and the folks who depend on him. With its two categories—married or 
unmarried—the quarterly chart offers the trappings of democracy: any 
adult can join the institution, and once you do, more cash is available to 
you. But in fact, those who join the system rely on the exclusion of benefi ts 
and the fi nancial contributions of those who don’t sign up.18

Several friends of mine have found a way around this status quo. 
One young man described the reasoning behind his recent gender 
change: he can now legally convert his girlfriend into a wife, legally 
bring her into the country, and offer her the protections of Social Secu-
rity. For the same reasons, my lawyer advised me to marry a man, so 
that my husband could give the survivor-cash to my girlfriend. But the 
question is both more and less one of who can marry whom—regardless 
of who fi ts in the box, it’s still an exclusive relationship with benefi ts, 
reliant on those buttressing it from the outside.

Health is not just physical, but social and institutional, and the cur-
rency of survivor street-cred varies. Capital and kinship legitimate and 
augment each other in ways that require a fair amount of massaging to 
seem logical. The economic rewards and costs that underpin these 
notions of survivorship remind me of an idea common a few genera-
tions ago, which is that cancer results from a degenerate lifestyle (fi g. 7). 
Few people would still argue outright that remaining single or living in 
sin counts as degenerate, though certain demographics still cling to the 
idea that same-sex couples deserve to burn in hell. But the systematic 
privileging of marriage results in an increased vulnerability for others, 
no matter how it is justifi ed. More important to my argument here, the 
benefi t structure encourages us to expect a certain lifespan. You expect 
to live until the children grow up; you put money away that you will 
have access to when you turn fi fty-nine and a half. Lifespan becomes a 
fi nancial and moral calling, one that the state will partially subsidize in 
disability and death for all citizens who fulfi ll its principles of economic 
and sexual responsibility.

All this rests on a basic premise: time and accumulation go together. 
You need the former to get the latter; in theory, the older you get, the 
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more stuff you have. No wonder people want to freeze themselves. Cry-
onics offers an obvious strategy to maximize capitalist accumulation. 
On my salary, I’ll be able to pay for my kids’ college tuition in one hun-
dred and fi fty years. If I could freeze my family and let my savings grow 
that whole time, I’d come back to life after all the work of accumulation 
is done, taking full advantage of both the deferral and the gratifi cation. 
This may sound ludicrous, but it’s the logical next step in the current 
situation. People already freeze their gametes in order to maintain their 
fertility until they’ve gained the fi nancial security that education and 
accumulation (are supposed to) bring.

In its offensive use of disease to create business, the ACI ad bestows 
a comforting ideal of survivorship. As one woman wrote about giving 
Armstrong’s autobiography to her dying mother, “I wanted her to be a 
courageous ‘survivor’ too. I think we fi nd it less creepy or at least diffi -
cult when people assume the role of survivor, where they pretend they’re 
going to live an easy and long life.”19 I get the appeal, I really do. The 
survivorship metaphor captures the ache of seeing someone sick and 

figure 7. A 1930s car advertisement portrays the wise man as investing “his money 
in a handsome car . . . whereas his foolish neighbour invests his money in a wife and 
children.” In reality, argues John Cope in his book Cancer: Civilization: Degeneration—
The Nature, Causes, and Prevention of Cancer, Especially in Its Relation to Civilization 
and Degeneration (London: H. K. Lewis & Co., 1932), “The luxurious car brings with 
it the evils which arise out of inadequate exercise of the muscles. . . . In the end, the man 
who walks and marries is the gainer. He is healthier and in every way better for the 
exercise, and both he and his wife are less likely to become cancerous” (299.) These 
conservative notions of family continue to gain otherwise unjustifi able (in a free market 
economy) social support.
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feeling completely unable to help. You want them to fi ght; you want to 
climb inside of them and join in when they can’t anymore. But the 
throbbing desires that the term survivor captures do not leave room to 
recognize the structures of cultural and economic survival in which 
physical survival dwells. These underwrite a uniquely American insecu-
rity and the fact that, every day, people lose medical insurance by losing 
a job or partner, and that many Americans can and will lose everything 
with a single diagnosis. And not because they didn’t work hard enough.

sticky face

In a series of experiments in the 1960s and ’70s, Stanford psychology 
professor Walter Mischel and his colleagues undertook what would 
become known informally as the Stanford Marshmallow Experiments.20 
The research intended to fi gure out how attention could be strategically 
allocated, enabling a subject to delay gratifi cation. Each experiment 
contained several control groups and differing situations, but for the 
sake of brevity, I’ll explain the most general protocol. Experimenters 
gave each of several preschoolers a marshmallow (or pretzel or cookie) 
and asked the child to sit in a room that was either empty or contained 
various distractions. Once the adult left, the youngster could go ahead 
and enjoy the treat he had been given, and the adult would come back. 
Or he could wait, not eating the snack, until the adult returned and 
have both the initial treat and another treat. Behind a one-way mirror, 
Mischel’s team sat back to watch the torment as each child sniffed his 
marshmallow, poked it, held it up to the light, sat on her hands, tapped 
his feet, chewed her lips, sang a song, or, glancing both ways, took a 
teeeeny tiiiiny lick. Many couldn’t resist. Others waited an astonishing 
hour, shattering the myth that little ones can’t wait. Years later, Mischel 
found that the children’s ability to wait for their reward correlated to 
their life success.

Typical interpretations of this experiment maintain it demonstrates 
that deferral of gratifi cation is a skill that can be learned, can be learned 
early on, and pays off. Arguably, though, in testing a practice that our 
political and economic system often rewards—deferring gratifi cation—
the experiment also naturalizes this political, psychosocial, and economic 
skill as unquestionably allied with success. Given that grade-school edu-
cation does not specifi cally teach students how to strategically allocate 
attention, the fact that a child who has this skill can parlay it into success 
in a system that values it, while signifi cant, is not particularly surprising. 
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For that very reason, the experiment gives insight into how we take for 
granted the bond between time and accumulation.

Obvious pitfalls prevent us from taking the connection of experiment 
and real-world success too literally. For example, anyone living in a 
major city would have been better off buying a small house in the 1980s 
or early ’90s than tucking away their dimes in Citibank or ill-fated stock 
to save for a larger house. In other words, we can’t really know until a 
decade or so later whether buying a home will equal eating or saving the 
marshmallow. Money saved has to go somewhere other than your mat-
tress to keep up with infl ation, and if it does, it goes directly into what 
the economist Susan Strange so aptly described as “casino capitalism.”21 

The marshmallow-equals-deferred-gratifi cation-equals-success trans-
lation to real life can fail by several routes. You may have excellent 
deferred gratifi cation skills that don’t carry a big payoff. For example, 
the market may crash, leaving you to wish you’d bought that new car, so 
you’d at least have something. In this case, the means of deferral—the 
market—failed you. In the terms of the experiment, it would be as if the 
adult never came back with the extra reward. Skill at waiting matters 
here, but the practice of deferral also requires faith in both the process 
and the authority fi gures that do the distributing.

Or, the rendition from skill to success can fail this way: you did so 
well at school that you spent twelve years in grad school to become a 
research biologist, while your little brother, who barely slogged through 
high school, became much wealthier as an adman than you dare dream 
about. In other words, he found a better way to get marshmallows than 
allocating his attention into whistling a mournful tune waiting for the 
experimenter to come back. Or, the equation can fail because just as the 
experimenter returns, you topple over and die of excitement while using 
your marshmallow to sop up the mouth-watering juices pouring down 
your chin. In this case, you got to enjoy neither the marshmallow you 
already had nor the immortally deferred one.

The design of the experiment hinders its ability to do any more than 
gesture to these bigger issues. Its use of insubstantial snack foods, for 
example, nudges the interpreter to think about material gains rather 
than other kinds of satisfaction that could result from an ability to con-
centrate. (The experiment might have focused on an ability to learn 
math or fall asleep.) Its time limit of a few minutes and the lack of data 
on the home lives of the children render the possible failures detailed 
above not only into externalities, but as somewhat ridiculous. But they 
aren’t. Too close an extrapolation from the experiment obscures the 
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critical fact that what you do, when you do it, and how these things 
magically converge for some people all relate to a world beyond one’s 
control—including the chance to have a home situation that enabled 
trust to begin with. When read in this light, the experiment reminds us 
that the stipulation to defer gratifi cation, for a life-cycle retirement 
account, say, offers merely the opportunity to enter a routinized casino 
bureaucracy, not a means to show off an individual propensity toward 
managing the frustrative effects of delay.

Above all, let us never forget that without marshmallow eaters, the 
marshmallow business would go broke and we’d live in a dim, s’moreless 
world. The noneaters need the eaters, as much as vice versa, just as the 
married workers depend on the unmarried ones, and the heroic survi-
vors depend on those not so lucky.

If wealth rots the soul, accreting tumors rot the host. Cancer just 
grows, sometimes as a tumor you should have noticed but didn’t, some-
times as a tumor you can’t help but notice but can’t have removed. 
It may just live there; you may touch it each day. It may disappear, or it 
may wrap its way around your tongue. Its changing size may make 
it seem to be living or dying. Described by words such as apoptotic and 
runaway, cancer inhabits a competing version of time—not yours, not 
the one in which savings, Rice Krispie squares, and retirement exist.

Alas, the Lance Face can’t look in the eye the cancer survivors whose 
bodies experience these fi ssures. Unlike many people who calculate 
their odds and cash out their retirement policies after diagnosis, unlike 
the friends of mine who told me that I was the inspiration for them to 
live in the moment and renovate their homes (not dead yet!), unlike 
those ads in Cure magazine that offer to buy the life insurance policies 
of people with cancer in exchange for a percentage, the Lance Face 
returns our focus to future thinking through sheer determination. The 
ACI ad applies this notion of cancer survivorship to banking products 
for its own ends, pulling the wool over all of our eyes.

baby face

From cashing in the retirement savings to hours spent in the waiting 
room, from the prognosis to the too quickly dividing cells, cancer is 
always about time. But if cells reproduce, so do people, and if anything 
can provide a foil for cancer’s temporality, it’s the children—new ones 
who arrive as fast as the prior ones exit. Both the child and early detec-
tion campaigns work with embedded ideas of temporality that refl ect 
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back on the bald insistence behind representations of lifespan. Recently, 
the American Cancer Society (ACS) played on the tropes of both in a 
widely distributed campaign intended to draw attention to the high 
number of Americans without health insurance (fi g. 8).

The ad at once builds on a century of emphasis on early detection 
and implicitly critiques the logic of accumulation that I have been out-
lining. It presents a simple enough message: acting now by seeing a doc-
tor means saving cash in the long run. Stuck between registers of accu-
mulation, the ad cautions us to be careful what we defer.

Early-detection campaigns have always walked a knife-edge: they 
aim to provoke suffi cient fear that people take symptoms seriously, but 
not so much that they bury their heads in the sand. An ad needs to 

figure 8. An American Cancer Society Cancer Action Network 
(ASC CAN) advertisement, circa 2009.
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inspire some confi dence that medicine can work on the cancer (when 
diagnosed early), but not so much that a person thinks treatment will 
work if cancer is caught later on. Likewise, an ad needs to impart 
enough anxiety that the patient makes sure the doc does the test, but 
not so much that she doesn’t go to the doc in the fi rst place or that she 
pesters the doctor with benign symptoms.

Based on the current theory that cancer starts in one area of the body 
and may spread to distant organs, early detection encourages people to 
take advantage of the brief window of opportunity offered by even a 
small tumor. Early-detection narratives, suggesting future and past 
counterfactuals, seek to break the deeply held association between can-
cer and death with one simple directive: You won’t die if you just see 
your doctor! The directive has a foreboding undertone: It could have 
been different. We can change the course of history—and if we can’t 
now because we waited too long, we could have before.

The ACS ad highlights the key mechanisms of early-detection cam-
paigns. A simple cost-benefi t analysis maintains that it is cheaper to 
“keep his mother healthy” now, for $700, than it will be to “try to keep 
her alive” later, for $200,000. Early detection means saving money and 
saving lives: it’s win-win.22 The ad also relies on the myth that if you 
fi nd and treat cancer later, you could probably have found it sooner, 
with the additional promise that cancer death rates and overall cancer 
expenditure could go down. The small print informs the reader that 
“60% of cancer deaths could be prevented” and urges “access to pre-
vention and early detection. For all Americans.”23 The gap between 
“keeping” and “trying to keep” the mother healthy is unsettlingly simi-
lar to the hedge at the bottom of the American Century Investments ad: 
“Past performance is not a guarantee of future results.” Like fi nancial 
accumulation, cancer treatment offers only uncertainty.

To whom is the ACS message—money and lives are being lost—
addressed? In other words, who cares? The difference between $700 
and $200,000 might in fact invite incredulity. While there may be 
investments that increase twenty-fi ve-fold over some unspecifi ed amount 
of time, as a fi nancial wager it’s dubious, especially since it’s unclear 
how the various pockets will lose and gain coin. Thus the ad must cite 
not only the Market, but also the other key referent of the future, the 
Child who stands to lose his mother.

English professor Lee Edelman has argued that the Child holds a 
critical rhetorical place in American politics.24 The wide-eyed face of the 
Child has ideologically justifi ed everything from marriage with its 
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unequal distributions of wealth to the Patriot Act. Mothers used their 
children to curb drunk driving in the 1980s, and after the deaths of 
hundreds of gay men, only the presexual child Ryan White fi nally 
brought AIDS to national attention. From Megan’s Law to denying gay 
marriage to expelling gay school teachers, political action has harnessed 
the power of the Child. The Child gains his potency in his abstract per-
manence and his winsome innocence, in his asexuality, in his disconnec-
tion from the market and his prepolitical sensibility.25 This Child, not as 
a person but as fetishized ideal, plays a critical role in laying out expec-
tations about life course.

Without portraying a child and referencing its archetype, the ad 
would uneasily tangle with the “who cares?” question, since the state 
doesn’t generally care about any individual’s health. Such is the premise 
of the private insurance system and the reason that some forty-fi ve mil-
lion Americans remain uninsured, with sixty million more underin-
sured. Even given recent legislation that may change this for the moment, 
to ask the state to care for any particular individual using a market logic 
can’t work. Not only does the pre- and postcancer money come from 
different, incommensurate pockets, but with only a few exceptions, 
health insurance, we’ve decided, is not a benefi t to be distributed by the 
state. The ad needs, then, to appeal to another logic: humanitarianism.

While his mother might be blamed for not getting insurance, this boy 
has done nothing to deserve losing her. The young woman on her own 
may generate resistance (why doesn’t she have a [better] job?), yet chil-
dren remain outside the market exigencies that underlie the moral econ-
omy of who has healthcare. The ad purveys the message that “we” owe 
him, if not his mother, at least the initial $700, while it also assures the 
self-interest of saving ourselves $200,000. The “who cares?” question is 
both artfully raised and clunkily avoided.

Such ads can easily be understood as rhetoric, mere attempts to lac-
quer political ideals onto a ruse of sentimental innocence. Had the ACS 
portrayed a person of color, a homeless person, or a childless queer 
person, the ad would certainly have been less palatable. If strategic ref-
erence to children’s safety achieves a broader goal, then so be it. But the 
representational power of the Child is especially potent, for none of the 
other cast of uninsured characters would help us make the rhetorical 
and political leap toward a cancerless future.

In bringing our attention, justly, to the huge effect that insurance has 
on mortality rates and pointing the way to a future fantasy in which all 
Americans have insurance, the ad diverts attention from the way statist 
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ideologies justify the market distribution of medical insurance. Indeed, 
in an internal contradiction it supports, rather than challenges, these 
same ideologies.26 The ad, ultimately, recants the ways in which the 
ideology of the Child denies benefi ts to huge swaths of the population 
(as in the justifi cations for marriage benefi ts) and forecloses a more 
earthy discussion of who has insurance and who does not and why both 
insurance and healthcare are so expensive.

straight face

The Young Adult, too, holds a critical rhetorical place in U.S. politics. 
Years ago at a funeral I attended for a grad school colleague who had died 
of leukemia at thirty-three, her cousin comforted herself in a speech with 
the idea that Chaney had been lucky, for she would not have to experience 
the horrifi c event of turning forty, as the cousin recently had. Chaney 
would not have to pass that invisible, ineluctable birthday that drew the 
speaker one step closer to disposability. Virtually any comment at a funeral 
gets a special pass, but this remark is telling for its unashamed embrace of 
the fetishization of Young Adulthood, of the person at the height of intel-
lectual potency and reproductive fertility, with boot-strapping promise, 
still marching up the sunny incline of the hill.

Like the Child and the Cancer Survivor, the Young Adult cuts a high-
stakes ideal that can be exploited, as Lance Armstrong’s vast empire 
demonstrated. Still, the fetishization of Young Adulthood is all the 
more insistently enforced given the lack of, or fi nely parsed distribution 
of, social support. As heirs to these ideals of a lifespan, the best, and 
worst, young unmarried survivors can do is to fail our families by leav-
ing parents to survive us (a crime against nature) or leaving our depen-
dents without support. Regardless of who is listed as kin in the last line 
of an obituary (“ . . . is survived by . . . ”), those relationships are local. 
The broader economy, miraculously, has protected itself from being 
failed or survived by the illnesses of it citizens.

Legitimate, fi nancially supported survivorship relies on kinship mod-
els. Specifi cally, marriage entitles one to benefi ts, some of which I have 
mentioned already: insurance, or increased odds of insurance, through a 
spouse’s employer; survivors’ benefi ts for the spouse, such as Social 
Security; and government and employer benefi ts for children. Quite dis-
tinct from individual success and hard work, these selective gifts result 
not from performance but from kinship. They also shore up the notion 
that some lives are more worth living than others and some lifespans 



66  |  Chapter 2

more worthy of completion (if only by proxy). To put it coldly and with-
out ascribing intent, not everyone deserves to survive or to be survived.

The early-detection trope routes the promise of a cancerless world 
through the fetishized child and the market (pay now, save later) and 
consolidates the notion that the problem of cancer can be solved through 
these ideals, rather than seeing them as part of the problem. The ACS 
ad shrugs off the same questions that all early-detection ads do: about 
missed cancers (especially in this mother’s age group), about the expense 
of treatment, about the causes of the disease. It also describes cancer as 
white and straight, and early detection as a duty of individuals and in 
the interests of the state. Given the conservatism of the ACS (some of 
the country’s top industrialists have served on its board of directors), 
one would not expect something so radical as a prevention statement 
that focused on the chemical, industrial, and medical causes of cancer. 
Still, the ad does more than not make waves; it erases the underlying 
politics of the disease.

The market relies on a notion of the future, which in turn drives ideas 
about expected lifespan. Retirement and children, the two carrots of 
futurity, are the key symbols of a life well lived. The productive repro-
ductive young adult takes center stage in these ideals. Early-detection 
campaigns also play on some version of the defi ning market ideology of 
“pay a little now, save a lot later,” coming close to promising that, 
despite everything, we can succeed against cancer, both as individuals 
and as a society. But the disease also enables a unique insight into the 
disparities in the distribution of goods underwritten by the fantasies of 
fairness that justify the market. 

Despite cancer culture’s nearly panicked generation of future think-
ing, the disease places futures radically in danger. In the United States, 
the redistribution that cancer entails—the massive expenses incurred 
and the mammoth profi ts made—puts the whole system at risk of fail-
ure. Lance’s poker face shamefacedly disguises the cancer that threatens 
the underwriting ideologies and promises of the market (lifespan, futu-
rity, deferral). A culture may not have cells that can divide, but cancer 
has it by the pocketbook.
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I didn’t set out to test-drive a sports car. Commuting one morning in my 
work-a-day Honda Civic, I noticed rows of BMWs and a huge banner 
inviting me to Come and drive one! Raise money for breast cancer! I 
screeched into a U-turn: I had always wanted to try out a BMW road-
ster. The showroom, decked out with pink roses, ribbons, helium bal-
loons, and a huge array of fi nger foods donated by Whole Foods, 
reminded me of a movie star’s funeral, only the centerpiece was a BMW 
3 Series instead of a coffi n. That car would spend the summer purring 
through air-conditioned dealerships across the the southern swath of 
the United States being signed—yes, written on—by test drivers. The 
gleaming hostess, a cancer version of Vanna White, exclaimed, “You 
can drive as many times as you want to,” with the confi ded aside, “but 
you can only sign once.” That I was in North Carolina only added to 
the novelty of the experience.

Near the door, another exhibit—“The BMW Pink Ribbon Collec-
tion”—featured the usual array of logo’ed stuff—towels, coffee mugs, 
sport bags, caps—all embossed with the words The Ultimate Drive. A 
fellow test driver said, with real feeling, “It’s really beautiful, they did 
such a good job this year.” I took a pamphlet inviting me to “Show you 
care with style.”

Beckoned more by style than care, I turbo-charged down the high-
way minutes later, encapsulated within exquisite walnut and leather. 
(This was no CT scanner tube.) Five minutes after that, I accidentally 

chapter 3
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Trip Up the Fast Lane
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diverged from the specifi ed route, thus driving uninsured the same 
stretch of freeway on which my own car had been totaled by a semi the 
previous month. (For a minute, cancer seemed less dangerous than the 
current risk.) At least I was Earning-a-Dollar-a-Mile-for-Breast-Cancer. 
I turned pink at the thought.

It can be hard to untangle the motives of the breast cancer–
corporate care nexus. I bought a Hansen’s grapefruit soda the other 
day, which bade me to “Save lives, Send tabs”: If I disengaged the pink 
opener from the can (“use extreme care!”), washed it, put it in an enve-
lope, and sent it, they’d donate a dime to the cause. The right postage 
stamp would earn another two cents. Although it is diffi cult enough to 
fi nd out how much money these campaigns collect, it is nearly impos-
sible to fi gure out where that money goes. Nevertheless, BMW raised 
$9 million through its campaign, and I was able to drive the car I’ve 
long fetishized.1

Despite the thrill, something about the campaign struck me the 
wrong way. The advertising for the event made it seem as if a cure 
were just down the road, although survival rates have barely acceler-
ated in the last century. Nor did the atmosphere of self-congratulation 
and celebration leave space to mention several known carcinogens 
that the auto industry has lobbied hard to allow in gasoline and in car 
manufacture (a paradox perhaps made easier to swallow after the col-
lective loss of brain cells from decades of inhaling leaded gas fumes). 
And the whole event, with the pink, the products, the dealer’s market-
ing strategy, doubled down on the same traditional femininity that 
seeps through the entire complex of women’s cancer, such as the pam-
phlets that let women know how soon after mastectomy they can 
return to “washing walls.”2

It reveals my own messed-up romanticism to admit my reaction at 
diagnosis: Why can’t I have a cool disease, like HIV/AIDS? I wanted a 
queer disease, a young-guy disease. Susan Sontag wrote in the 1970s of 
the varying licenses bestowed by different diseases: “The tubercular could 
be an outlaw or a misfi t; the cancer personality is regarded more simply, 
and with condescension, as one of life’s losers.”3 Not only does a cancer 
diagnosis tend to relegate one to the world of loserdom, but breast cancer 
in particular drags one by the hair into the territory of gender. When 
diagnosed with breast cancer, the literary theorist Eve Kosofsky Sedgwick 
thought, “Shit, now I guess I really must be a woman.”4

Moving between self-elegy and elegy of her friend Michael Lynch, 
a gay man living with HIV/AIDS, Sedgwick examines diagnosis and 
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gender in her article “White Glasses.” She details her cross-country 
search for a pair of spectacles. She wanted those very glasses that 
Michael wore as a fl aming signifi er, to augment her own self-identifi ca-
tion as a gay man. But on fi nally fi nding them, she realized with dismay 
that on a woman “the pastel sinks . . . invisibly into the camoufl age of 
femininity.”5 In the end, the glasses merely reinforced the very codes of 
femininity that Sedgwick aimed to shuck. In a similar way, breast can-
cer—not the breast itself—sinks her further into the obscurity of white 
womanhood.

You can spend your whole life creating an identity different from the 
one people smear onto you (girl, husband-seeker, spinster, mother, 
whatever), and then one charming little diagnosis threatens to suck you 
under, into the archetypal death doled out by the feminine body. Like a 
huge “we told you so,” diagnosis provides the capstone to the argument 
that biology defi nes you. “They” (whoever they are), with hurtling fi nal-
ity, shamed me into accepting the truth of my sex.

Then again, gender signifi ers provide an easier conversation topic 
than does mortality. “Shit, I am woman (fi ne, have it your way)” is 
more palatable than “I’m also person—animal, mortal, fi nite.” What 
would it mean to acknowledge—really acknowledge—the sheer num-
ber of people who literally rot from the inside out each year, with no 
way to stop it, while so many known causes of cancer continue to be 
pumped into the environment? Just like Sedgwick’s white glasses, which 
sank “banally and invisibly into the camoufl age of femininity on a 
woman,” cancer everywhereness drops into a sludge of nowhereness. 
The focus on pink and breasts and comfort conveniently displaces sheer 
terror, as do the ubiquitous warning signs. While the gay activist slogan 
silence = death decreed public outcry, for cancer, ubiquity = death. 
Now, that’s terrifying.

bombshell

In The Cancer Journals, feminist Audre Lorde compiled journal 
entries, poetry, and analysis to explore her experience of breast can-
cer in the 1970s. The book brought cancer out of two closets: the 
personal closet of disguise and the political closet of cancer produc-
tion. Lorde believed that the pressure toward prostheses and recon-
structions tended, on the one hand, to prevent women from coming 
to terms with the multiple losses that accompany the disease and, on 
the other, to make women feel the lack of a breast as a stigma: a sign 
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of shame, a token of lost sexuality, and therefore an indicator of cul-
tural worthlessness.

In considering mastectomy as a gendered stigma, Lorde poses the 
counterexample of the Israeli defense minister Moshe Dayan, who wore 
an eye patch to cover an injury sustained in World War II. To Lorde, 
the patch was an insignia of Dayan’s suffering and thus his strength and 
courage: “The world sees him as a warrior with an honorable wound, 
and a loss of a piece of himself which he has marked, and mourned, and 
moved beyond. And if you have trouble dealing with Moshe Dayan’s 
empty eye socket, everyone recognizes that it is your problem to solve, 
not his. Well, women with breast cancer are warriors, also.”6

For Lorde, the signifi er of the scar presented opportunities for com-
municative and collective action. The Cancer Journals—a critical part 
of both the history of cancer and the history of feminism—offers an 
exhilarating read. Lorde called it as she saw it, unapologetically. When 
offered a prosthesis to stuff into her bra, she responds, “For me, my 
scars are an honorable reminder that I may be a casualty in the cosmic 
war against radiation, animal fat, air pollution, McDonald’s hamburg-
ers and Red Dye No. 2, but the fi ght is still going on, and I am still a 
part of it. I refuse to have my scars hidden or trivialized behind lambs-
wool or silicone gel. I refuse to be reduced in my own eyes or in the eyes 
of others from warrior to mere victim.”7

To Lorde’s list one might add the many carcinogens that have been 
researched since her death in 1992, as well as an extensive list of unre-
searched substances (such as bisphenol A [BPA], found in 93 percent of 
American bodies), many of which were grandfathered into the National 
Toxicology Program (NTP).8 Since 1980, the NTP has published, 
through the National Institutes of Health (NIH), the go-to biannual 
report on known or suspected carcinogenic chemicals. The document 
neither leads to nor advocates for any sort of regulation; instead, it 
simply lists dangerous products, such as the fl ame retardant hexabro-
mocyclododecane (HBCD), often found in insulation and electrical 
equipment. (HBCD remains unregulated, and is commonly found in 
grocery store foods, though European companies have discontinued its 
use.) The latest Report of Carcinogens lists “known carcinogens” such 
as formaldehyde and “anticipated carcinogens” such as styrene. The 
peer-reviewed report, which draws from peer-reviewed literature, has 
come under vicious attack by Congressional Republicans, who aim to 
kill the NTP altogether.9 Prostheses, Lorde notes, disguise these issues, 
asking even those who have taken the fall for these politics to graciously 
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accept an illness that may well be a measured sacrifi ce to the ideology of 
economic progress.

Trained as a soldier, Moshe Dayan received his eye injury—and his 
eye patch—as a young man fi ghting against the profascist Vichy 
regime. Audre Lorde, a black lesbian, received her mastectomy as the 
result of a disease that was, at the time, barely utterable, let alone 
funded, researched, or understood.10 Without dismissing the horror 
and humiliation that Dayan reports having felt after his injury, such 
that he could not be fi tted for a glass eye, one can note that the eye 
patch signifi es an event, a quick and clear cause and effect. The mas-
tectomy scar, in contrast, verifi es not a singular event, but an inchoate 
process. When I was in treatment, I longed for the solidity of a verifi -
able enemy.

In making cancer survivors into warriors, Lorde strategically trans-
forms cancer into an event, taking it from the banal, everyday slow 
death into the language of crisis.11 On the personal level, every diag-
nosed individual experiences this cataclysmic moment. Only at the level 
of the aggregate can cancer be chronic, endemic, or statistically repre-
sentable—descriptors that leave out the human element altogether. A 
few years after Lorde’s book appeared, the activist group ACT UP made 
the personal political, taking to the streets to ensure that precisely this 
representational catastrophe did not arise. ACT UP was not about to 
allow HIV/AIDS to become the new “cancer.”

I think Audre Lorde would have reveled in the archive of images that 
proliferated since her book, and more so after her death, beginning with 
Deena Metzger’s 1977 portrait “The Warrior,” which depicts her mas-
tectomy and the tree branch she had tattooed around the scar. This 
poster-postcard image reached virtual cult status during the 1980s (and 
Lorde certainly must have seen it). Metzger aimed to alleviate some of 
those awkward moments in public/private places: saunas, dressing 
rooms, places where women congregate and undress, places that merge 
the ultimate privacy of the body with the (potential, sidelong) gaze of 
peers. In these places where unveiling occurs, no matter how politely 
one approaches the space, hair growth is surveilled, sexual object 
choices assumed. Communication takes place through the furtive glance 
as well as through projected assumptions learned years ago from gossip 
about the high school gym locker room.

Corporate models have also displayed breast cancer’s scars. Among 
the fi rst was Matuschka, who posed with her mastectomy scar in a 
specially designed white gown on the cover of the August 15, 1993, 
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New York Times Magazine. Lynn Kohlman, a model in the 1960s and 
1970s and then a photographer, upped the ante a decade later, posing 
with no top before her death of brain cancer (fi gs. 9–10). Her naked 
torso reveals thin mastectomy scars, and her shorn hair divulges a 
crescent moon of staples. No disguise here. She kept herself public in 
the journey from the front of the camera to the back and again to the 
front, and in so doing she moved along on another kind of expedition. 
She writes, “Cancer has been an unexpected gift that has brought with 
it dramatic change and transformation. . . . I never believed in my 
beauty as a model, but here I am, 57 years old, with a double mastec-
tomy, hair fried from radiation, never feeling more beautiful! . . . I 
have gone inside out.”12 With this last statement, she presumably 
means that she has matured in the way she locates her own beauty. 
When I showed these images to a colleague alongside ones from her 
youthful modeling days, she said, “Kohlman is right. She is more 
beautiful when she is older.”

The same weekend that I discovered the photos of Kohlman, an ad 

figure 9. Lynn Kohlman, 
a model well known in the 
1970s for her androgynous 
look, died in 2008 of brain 

cancer at age sixty-two. 
(Photo courtesy of Robin 

Saidman)
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for Mount Sinai Medical Center appeared on the back cover of the New 
York Times Magazine (fi g. 11). I always notice such ads because I fi nd 
the for-profi t nature of hospitals so bizarre; they sell health as if it were 
a raffl e ticket or cotton candy. This ad in particular caught my eye 
because the stitches on the iconic American baseball look nearly identi-
cal to the stitches I’d just seen on Kohlman’s head, and indeed, the ad 
explicitly invites one to compare the embroidered ball to a sutured 
body. With its layered whites, its smooth texture, its aesthetic perfec-
tion, the incision seems much shorter than one expects on a baseball, 
yet so much longer than one expects on a head. In both images, the 
beauty lies in the purity of the visual effect and the startle of the upscale 
visual pun.

The U.S. government has appreciated the political impact of a pub-
licly visual culture of injury at least since WWII, when it banned any 
images relating to posttraumatic stress disorder or other illness while 
still allowing patriotic images of amputated veterans to proliferate.13 In 
a similar way, Kohlman’s photo aestheticizes the bedlam of illness. 

figure 10. Kohlman’s 
brain surgery required 
thirty-nine titanium staples. 
Her New York Times obituary 
reported that a body piercing 
fan complimented her on them 
in the streets of Manhattan, 
saying they were “ ‘really nicely 
spaced and even.’ She gave him 
the name of her doctor.” 
(Photo courtesy of Mark 
Obenhaus)
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Going one step further, the baseball offers a purely theoretical injury, 
suggesting that Mount Sinai can just make it all go away.

For months after my fi rst mastectomy but before the second, I repeat-
edly found myself in front of the mirror—appraising with clothes off, 
evaluating with clothes on. With a shirt on I wanted the second breast 
off; with the shirt off I wanted the breast left on. In public, I could not 
seem to fi nd a way to negotiate the clear statement that having only one 
breast seemed to make. Not wearing a prosthesis seemed like an implic-
itly political statement, though the politics lay simply in the shape of the 
body rather than in any actual action. I did not want to feel perma-
nently warriorlike. But when I wore the tacky puff of nylon stuffi ng I 
had been given, it wandered around my chest like a puppy searching for 
a teat. Besides, I did not want to have to wear a prosthesis just to seem 
as though I were not making a statement.

I liked the remaining breast: as my squash buddy said in the changing 
room one day, “Why would you get rid of a pleasure point?” and 

figure 11. Mount Sinai Medical Center advertisement, 
circa 2009.
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I agreed. Then again, breasts had forced me to live in a sort of 
social drag. Rather than being a welcome harbinger of womanhood 
twenty-fi ve years before, breasts stole my tomboy youth.14 Not only did 
they require a cumbersome bra and add weight and heft that had to be 
dragged around the soccer fi eld; they also came with a set of expecta-
tions about my behavior. Though certain of the perquisites of the phal-
lus seem attractive (making more money, being taken more seriously), I 
do not want to actually be a guy. Nevertheless, if the second breast were 
to go, my body would approximate, albeit inexactly, my body image, 
absent the moral baggage of an unnecessary surgery.

Though unsure how to negotiate these politics and implied politics, I 
knew I didn’t want either the reconstruction surgeries or the Amazon 
look. I especially didn’t want anything that belonged in a litter search-
ing for nourishment—so I did opt to have the other one removed.15 As 
I lay in the hospital bed, shaking with pain, head clasped between two 
ice packs, the awesomely attentive nurse confi ded, “Vomit is my least 
favorite bodily fl uid.” (I had to agree, though sperm comes a close sec-
ond.) The surgery was minor compared to the fi rst mastectomy, yet ill-
ness carries its own license and I used it shamelessly to call my friends 
and ask them about things I had never had the courage to ask before. 
I suddenly needed to know the story of a friend whose girlfriend had 
died of cancer. It wasn’t that I didn’t want to know before, but I had no 
go-to etiquette for such questions. Like many people, for fear of seem-
ing nosey or saying the wrong thing, I just never asked. The stories 
I now sought were about dying: about how people experienced dying in 
their lives; about how I could get close to those tales, snuggle up, and 
make them a part of me too.

Although having no breasts seems illicit, neither pleasure nor shame 
covers the range of emotion. My body can now fold into positions that 
it could not have before. Months after surgery, I was still surprised 
when I could do a tight yoga twist or hold the kids really close, and I 
suddenly realized that it was because my breasts were not in the way. 
But just as having breasts did not make me feel particularly girly, not 
having them doesn’t make me feel more manly (or perhaps I should say 
boyish, given my lack of whiskers—yay!—and biceps—bummer!). Still, 
my femme colleagues take pains to assure me that this gender disjunc-
ture is a good thing.

So, about a week after my second surgery, and after about two sec-
onds of thought, I took my shirt off in a yoga class full of strangers. Of 
course, the possibility of performing that act was part of why I opted 
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for the surgery: it would have been unthinkable with one breast. 
But once I did it, I could not stop squeezing the incident for meaning, 
imagining it as a communicative action.

On the one hand, it was a bow to Audre Lorde, and to the activism 
since her death, which has brought out in public once-shameful acts 
such as gay kissing. On the other hand, the act implicitly held a dare, 
and a question: Can women not show their chests in public because 
they are women, or because they have breasts?

I remember my horror at seeing, just after my diagnosis, the dia-
grams of mastectomies in the pamphlet they gave me: straight scars 
stretching across a narrow, pectorally challenged, smooth chest: not 
butch, and intensely not hot.16 It took me two days to gather the cour-
age to look down after my fi rst mastectomy. If shock value spurred the 
disrobing in yoga class, what actual value that shock carried was uncer-
tain at best, as I was in a roomful of strangers in the small Canadian 
town I was visiting. Perhaps I wanted the honor that Lorde claimed, the 
warrior pride. Or do the scars address the great denials of our culture: 
illness and death? Are they some medal of hardship that I now get to 
bear, like Jesus’s scarred palms on a female martyr? Do the scars render 
visible the cultural sacrifi ce of cancer, showing that, because I bore the 
disease, six other women will escape it? (And can I please choose who 
they will be?)17

I know, that’s a lot to read into a sweaty shucked T-shirt. Besides, I 
did not feel very honorable. Unlike the transgender queer who chose 
mastectomies, and unlike the prizefi ghter Rocky’s demand to “cut 
me!!” to drain his swollen-shut eyelid so he could continue the fi ght, I 
remained just an unremarkable person who had that very morning 
searched her bag for a bra before remembering that she didn’t wear one 
anymore.

As part of a militant strategy to bring AIDS out of the closet in the 
late 1980s by injecting gayness into popular culture, ACT UP staged 
events called kiss-ins, in which bystanders were invited to read the 
lips of kissing queers. ACT UP sought to normalize defi nitively queer 
behavior by increasing straight people’s exposure to the prosaic, if 
pleasant, act of smooching. Such actions eventually tweaked the 
homogeneous, heterosexual public sphere, subtly changing what was 
considered acceptable public behavior. Read within this history of 
gay bodies in public, my taking-off-the-shirt moment may, at least for 
the sake of refl ection, signify something other than debased narcis-
sism.18 Perhaps it could be read as a tiny, hard resistance to the layer-
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ing on of social shame to the experiences of gender, possibility, and 
cancer.

Just as swathing the act in vanity misses the point, so does dismiss-
ing it solely as a reaction to shame. Perhaps my display was a call not 
for, but to, attention: a call to consider cancer as a communal event. 
It put into the public domain what every dimension of the cancer 
complex had told me should be kept private. And not public as in a 
magazine image— a staged photo that can be cropped, moved around, 
published, stared at, censored, discussed, and debated, an object that 
takes on its own life—but as a person in a room with other people. 
The act could be read as an attempt to mess with the cultural distinc-
tions of public and private and what’s at stake. I wanted a group-
think outlet. Because when I took the shirt off, the breast question 
faded behind the marks of cancer—scars left from radiation and the 
drains and the Port-a-Cath. I may have wanted to feel tough for bear-
ing all of that (go, cancer butch!), but it was nothing like the suffering 
of women who had surgeries before anesthesia or chemotherapy 
before antiemetics.

Lorde bristled at the way her lambswool prosthesis was intended to 
make her appear whole again, but the absence of the breasts introduces 
a new set of interpretive problems for this odd mix of gender and ill-
ness. Had I not undergone a second mastectomy precisely to make 
myself feel and look whole again after the fi rst mastectomy? Hadn’t I 
now regained some of the sense of freedom I’d felt during my last shirt-
less summer at the age of six, when I learned to read the raised eye-
brows of conservative Canadians?

Perhaps with this little social experiment I requested (desired? chal-
lenged?) a response from this tiny public culture of a yoga class in a 
small mountain town. As my shirtless girls used to say, “Look at me!” 
(Of course, they were fi ve and three and so could be excused for such 
unabashed behavior.) But I could also have been saying something like: 
“Look or don’t: I used to have another body that you couldn’t look at, 
but now I have this body that you can, because its breasts have been 
taken off and in that place remains a fl at space that is sort of coded male 
but really is very different, and when I take off my shirt you can see 
that, and anyway, why should males get to hoard masculinity and shirt-
lessness to themselves?” (I guess I can’t blame the yogis if they didn’t 
catch all that.) Or maybe I just wanted my body to be witnessed as a 
material bearer of carcinogenic culture, that artifactual statistic distrib-
uted with a spin of the wheel of fortune. I guess I both did and did not 
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want something to happen: maybe I wanted to be kicked out, or be 
asked on a date. Something; anything.

safe-keeping

The San Francisco activist group Breast Cancer Action (BCA) decries 
the BMW campaign that gifted me with my coveted ride because it 
takes on the breast cancer cause while selling a product that pumps 
known carcinogens into the environment. In driving the BMW, I found 
myself in the middle of a cycle: a company sells a product that causes 
cancer, and then, to help fi nd a cure for the disease that it is helping to 
cause, the same company raises awareness for the disease by selling 
more products that cause it, all while seeming to care about the cancer 
they are causing. You can nearly see one of those fl owcharts with arrows 
pointing from one thing to the next and before you know it you are 
back where you started. And not in a good way.

So driving cars causes cancer. What does driving a car emblazoned 
with a cheesy pink ribbon do? For one thing, it increases the hypervisi-
bility of breast cancer. It bears noting that the pink ribbon derives from 
a grassroots movement in which Charlotte Haley, inspired by the HIV/
AIDS movement, sewed and distributed peach-colored ribbons to raise 
awareness about cancer and raise funds for prevention, like a pastel ver-
sion of Betsy Ross. When Haley, not wanting to go commercial, refused 
to work with cosmetics icon Estée Lauder, Lauder had her lawyers 
design a new ribbon based on focus group research: hail the birth of the 
pink ribbon as we know it. In her history of the ribbon, Sandy Fernan-
dez cites Margaret Welch, director of the Color Association of the 
United States, as saying: “Pink is the quintessential female color. The 
profi le on pink is playful, life-affi rming. We have studies as to its calm-
ing effect, its quieting effect, its lessening of stress. [Pastel pink] is a 
shade known to be health-giving; that’s why we have expressions like 
‘in the pink.’ You can’t say a bad thing about it.”19 That said, not one 
country has found it health-giving enough to use in a national fl ag.

Though pink was considered a version of red and thus a boy’s color 
in the early twentieth century, by the 1950s Americans defi nitely under-
stood pink as a girl’s color.20 By this period, corporations widely 
adopted pink as a signifi er for heterosexual womanhood through their 
introduction of special “women’s” products. In the 1950s, Carte 
Blanche marketed a bright pink credit card to husbands as “a special 
HERS card to give your wife all the credit she deserves.”21 Nevertheless, 



Cancer Butch  |  79

like all credit cards at the time, it always bore the husband’s name: he 
determined how much credit she deserved, while divorced women could 
rarely get credit at all. Because of the color’s iconic use in signifying, 
and even constituting, heterosexual femininity, and perhaps also 
because of the use of the pink triangle to stigmatize gay men in the Nazi 
Holocaust, the gay pride movement, and particularly gay men, have 
actively resurrected and resignifi ed it. But these oppositional uses of 
pink operate only in the context of the color’s overwhelming coding of 
hetero-normative girl- and womanhood.

Despite Estée Lauder and other cosmetic companies’ use of breast 
cancer to garner publicity, and their sponsorship of classes to teach 
women (and now men) to use makeup to make themselves presentable 
through cancer treatment, the cosmetics industry lobbied vociferously 
against the 2005 California Safe Cosmetics Act (S.B. 484), which 
requires that companies reveal potentially hazardous ingredients of 
their products to the state government. When industries use breast can-
cer pink to build goodwill, move product, and cover up their produc-
tion of carcinogens, it’s called pink-washing. Jingle writers have made 
over breast cancer and then handed it back as something palatable, 
obscuring the links among the production, suffering, and obfuscation of 
disease. Breast cancer poses as an innocent disease; as one marketer 
said, being “free from sin,” it offers a promising way to transfer its 
affect to a “feeling about your business.”22 Barbara Brenner, a former 
executive director of Breast Cancer Action, argued that breast cancer 
presents an undercover opportunity to sell sex, but I think it offers an 
opportunity to sell girlhood—femininity precisely without the sex.23 
This version of benign girlhood requires sexual offenders to post their 
addresses on a website, but it doesn’t teach girls to take off their shirts 
while playing street hockey.

The toothsome BMW campaign sprawling among the booths in the 
parking lot and the large trailer sporting huge posters from each year’s 
campaign traffi c in cure lingo. Not one mention of illness or suffering or 
death sullies the experience. By emphasizing the vague promise of a cure 
rather than the disease itself, corporate pink-washing diminishes the 
experience of breast cancer, diffusing other kinds of emotion, thus ren-
dering them illegitimate or, worse, illegible. Unpink fear can barely be 
heard over the din of survival rhetoric and pink kitsch. But why are we 
so eager to buy this story about cancer, even as the prevalence of the dis-
ease means that everyone must know someone who has suffered or 
died of it? How has breast cancer become a disease that harbors such 
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innocence—for everybody involved? What are the costs of this inno-
cence?

In the twenty-fi rst century, the coinciding rhetorics of pink-washing, 
sentimentality, the war on cancer, and the survivor fi gure scatter the 
politics of the disease as much as the pink-washing campaigns hide the 
distribution of cancer profi ts such that personal risk and responsibility 
become the primary discourses for discussing the disease.24 Women can 
undergo patented genetic testing that costs upward of $5,000, while 
analyzing breast tissue for chemical carcinogens is virtually unheard of 
and is certainly not paid for by insurance companies, despite studies 
that have shown that breast tissue around tumors often has a higher 
level of carcinogenic material, to which siblings and other community 
members may also have been exposed.

In these models of corporate care, everyone has a scripted role. The 
Caring Corporation invites the Consumer to walk the line between 
denial and inevitability, neither of which are useful, but both of which 
prompt purchases. The Game-Faced Survivor toughs it all out, making 
the best of odds, and the Good-Girl Survivor revels in narratives of the 
“gift” of cancer and the “freedom to choose” from among a range of 
treatments and hospitals.25 Sentimental empathy offers a passive, 
feminized ideal, which pink-washes the Corporation into the Caring 
Maternal Figure. Of course people want comforting images of cancer, 
and of course people want to help. And of course, people always want 
to buy stuff.

The almost viciously feminizing effect of sentimentality impacts the 
provision of healthcare. Although we want to imagine the rituals of 
detection as being cloaked in the professional touch of a gynecologist, 
sexuality pervades the doctor’s offi ce. Several women, both queer and 
straight, have told me that they wanted to say something when a doctor 
neglected to do a breast exam, but did not speak up for fear that the 
doctor might feel awkward touching their breasts.

A study of the media discourse around testicular, breast, and pros-
tate cancers found that men who survive testicular cancer consider 
themselves as having “cheated death.”26 Lance Armstrong, as we saw in 
chapter 2, played up his survivorship as a measure of his personal 
potency, though somewhat by chance chemotherapeutic agents proved 
to be very effective for even metastasized testicular cancer. More men, 
in fact, die of breast cancer than of testicular cancer (the fi ve-year sur-
vival rates for metastatic testicular cancer are over 70 percent, com-
pared to about 5 percent for metastatic breast cancer). As Armstrong 
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demonstrates, the myth of agency, in concert with the different biolo-
gies and cultures of disease, provides a critical space for men to be tough 
when it comes to cancer. But women’s cancers (those of the reproduc-
tive organs) are less easily found and less easily treated than men’s can-
cers, and death rates are nearly four times as high.27 Although a guy 
could tough it out while his testicular cancer spreads and still have a 
very high chance of a cure, a woman toughing out her cancer will, after 
a certain point, have virtually no chance of survival.

To my knowledge, Armstrong prefers releasing images of his face to 
images of his cancer scars. Within the context of this history of gen-
dered roles of protector, protected, and injury, Jim Fontella offers an 
ironic image of his mastectomy scar (fi g. 12). Fontella lived at the 
Marine Corps Base Camp Lejeune in Jacksonville, North Carolina, 
believed to be the site of one of the largest water contaminations in U.S. 
history. (The U.S. Department of Defense is likely the nation’s largest 
polluter, although it must vie for that honor with domestic oil and 
gas fracturing.)28 Between 1957 and 1987, an estimated 750,000 to 
1 million people living on the military base drank and bathed in tap 

figure 12. Jim Fontella, 
who as a marine worked at 
Camp Lejeune, a military 
installation where residents 
were knowingly poisoned 
through the water supply. 
Lejeune is at the center of the 
largest male breast cancer 
cluster in the United States 
(to date, over eighty men 
associated with that site have 
been diagnosed). (Photo 
courtesy of Patricia Izzo, 
www.izzophotography.com)

www.izzophotography.com
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water containing toxic chemicals in concentrations hundreds of times 
those permitted by current laws.29 Camp Lejeune correlates with the 
largest cluster of breast cancer among men in the country.

Military men spearheaded a movement to gain reparations for the 
toxic exposures. Rather than focusing on their internal beauty, these 
middle-aged men are fed up with the betrayal of institutionalized 
friendly fi re. Patricia Izzo’s photograph of Fontella seems to say, “I pro-
tected America, and all I got was this lousy disease.”

Despite Lorde’s argument, mastectomy scars cannot offer a regend-
ered version of Dayan’s eye patch or Fontella’s display, for the analogy 
skips over the heterosexual underpinning of toughness. Following the 
various defi nitions in the Oxford English Dictionary for tough and 
butch, we fi nd that tough women are lesbians (note the reversal). Mili-
tary scars signify if not the success of, then at least the obligation to 
masculine duties of protection, duties that are virtually defi nitive of 
manhood within the context of nation and heterosexuality. Women’s 
mastectomy scars cite the amputation of gender, at once undermining 
nurturance and sexuality. Kohlman tames the threat through a coy look 
and a perfect body; Metzger tames it through a tree tattoo. These war-
riors take on a masculine sentimentality that is routed through recog-
nizable femininity.

The endurance of The Cancer Journals and its continued resonance 
for so many people surely lies in the fact that it offers a way to inhabit 
cancer not as a victim, but as an agent. Lorde outlines a route through 
anger toward productive action. Yet I fi nished reading her book want-
ing still more. For one thing, cancer can be shut away behind prosthe-
ses, but it doesn’t disappear. Cancer haunts us; terror underpins the 
spin of that cancer wheel, both for those postdiagnosis (damn!) and for 
those yet to fi nd out (could it be me?). For another thing, if we are war-
riors, whom are we fi ghting? What is our mode of resistance? Whom 
are we protecting? How might breast cancer culture be understood 
beyond the singular normative ideals of femininity, but in a way that 
does not take on a militarized masculinity?

blindsided

Lynn Kohlman’s mastectomy images fall outside the pink charity mode, 
even if her language remains fi xed on redemption. In one sense, these 
images bring cancer out of the closet by inviting scars out of the realm 
of private natural death and into the sphere of public, violent, and tech-
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nological death. In a way, the images depsychologize scars by rendering 
them public, tough, and masculine. These scars display the trace of 
illness as a memorial of death. But the beauty of these images lies not in 
the way they mark mortality but, rather, in their hyper-designed qual-
ity: they draw attention to the markings that technology leaves on 
the body.

Also beautifully designed and engineered, BMW’s ultimate driving 
machine features bulletproof glass, side-curtain air bags, and quick 
braking and acceleration to speed away from danger. It is a good thing, 
too. Even with safety features, nearly as many people are killed in car 
crashes in the United States as are killed by breast cancer each year: 
32,885 in car crashes, and close to 39,970 of breast cancer.30 Car 
crashes are the leading cause of death for people ages eight to thirty-
four, after which cancers take the lead until the age of sixty-four. In 
terms of years of life lost, cancer is the main driver, car crashes take the 
back seat, and heart disease rides shotgun.31 Canny, then, that a com-
pany with the reputation for producing some of the most aggressive 
members of the automotive fl eet would have chosen breast cancer as its 
cause célèbre.32 The physical and metaphoric versions of the ultimate 
drive juxtapose a masculinized car crash aesthetic against the pink-
kitsch sentimentality of breast cancer.

By the 1950s, middle-class Americans experienced a vastly increased 
risk of public death (car crash fatalities reached the century’s peak), as 
well as increased exposure to more realistic representations of violence 
through spy stories, westerns, and media images. At the same time, 
deaths due to illness became less and less visible—almost, as one social 
anthropologist described, “smothered in prudery”—as dying was 
moved from the living room to the hospital.33

Throughout the twentieth century, the automobile served as a criti-
cal cultural and material node for allying masculine characteristics 
with mechanical agency, and it has powerfully constituted gender in 
relation to heterosexuality, both socially and physically, in cultural 
domains as varied as auto racing and the rise of suburbia. Twentieth-
century artists, from the Futurist Filippo Tommaso Marinetti to direc-
tor David Cronenberg, portrayed car crash deaths in the service of 
masculinized fantasies of speed, power, agency, and the limits of 
human performance. No shame adhered to the car crash deaths 
of James Dean or Jackson Pollock, which in fact enlarged their stat-
ures while disguising the more widespread issue of automobile dan-
ger.34 Fantasies of masculine prestige, liberation, and heroism invest 



84  |  Chapter 3

car crash deaths with signifi cance. Jackson Pollock provides one of 
many examples. Although he died rather ingloriously by hitting an 
oak tree with his head, the crash that ejected him became a key ele-
ment in the interpretation of both his life and art. The fact that he 
killed his female passenger was virtually never mentioned in the sig-
nifi cant media coverage of the event.35

Car deaths and cancer deaths meet in elaborate structures that give 
them layered meanings invested with fantasies about ideal gender 
types. Kohlman references a masculine aesthetic in this tradition, 
bringing attention to the scars and staples as technological enhance-
ments and offering an intervention to the strict gender norms operat-
ing in the representation of breast cancer. Opposing reconstructive 
surgeries, and different from Matuschka’s white-robed aesthetic, 
Kohlman’s images bring the mastectomy into an aesthetic of the 
beautiful death. Far from engaging in the war against industrial pol-
lution that Lorde envisioned, Kohlman instead cites the technobeauty 
dreamed of by Marinetti or documented by street photographer Wee-
gee, and the mass violence of repetition iterated by Warhol: she offers 
an unveiling that usually is done in private or with trusted friends, 
family, and physicians. She takes her scars outside the realm of sad-
ness and sentimentality and makes them matter as spectacle. Coming 
out of the domestic space, Kohlman shows and tells, adding to a per-
sonal and cultural archive of possible people. Her scars pose not as 
ugly to be covered, nor as ugly to be embraced, but as beautiful—
both in themselves and on this classically beautiful androgynous 
woman.

Kohlman’s chest is far from masculine, and she plays with the cam-
era. Kohlman redeems her impending death by means of feminized 
norms, reclaiming her inner beauty as a response to and representation 
of the threat to her life. Beauty—in its varied guises—stands as a central 
narrative in the rhetoric of breast cancer culture, with regard to the 
valuation and evaluation of death. For example, when actress and 
singer Dana Reeve (most famous for her marriage to Superman actor 
Christopher Reeve) died of lung cancer in 2006, the shocked commen-
tary revolved around her beauty and lack of culpability.36 The reportage 
noted that Reeve, as a nonsmoker, did not deserve lung cancer. She was 
young, rich, and most of all beautiful—and so beautiful so recently, and 
still so dead of cancer. No one put it better than Edgar Allan Poe: “the 
death of a beautiful woman is, unquestionably, the most poetical topic 
in the world.”37
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Much of breast cancer culture parades as the pornography of death, 
with its constant representation of young women in sexualized poses on 
everything from the medical posters pinned in the doctor’s offi ce, to the 
covers of cancer magazines such as Mamm and Cure, to the ubiquitous 
cards showing how to do a breast self-exam. A recent ad by the Breast 
Cancer Fund of Canada featured a young, purposely slimy teenage boy 
named “Cam” who offers the free service of doing breast exams 
(“1-866-Ring-Cam”). Playing on the long-standing joke of the groping 
peach-fuzzed adolescent, the ad collaborates—even in its purported 
irony—in the same model of gender that has belittled the disease.38 Is 
any other medical procedure sexualized in this way?

The very politics that leads to corporate use of breast cancer renders 
certain kinds of death innocent and tragic. This construction of inno-
cence can be politically savvy, as when prioritizing children’s issues 
such as car seats or safety regulations on school buses. But cancer is still 
perceived against all evidence as a natural illness, and the sentimental-
ization of tragic personal stories (rendered only more poignant in the 
case of the very beautiful) focuses on the suffering of individuals rather 
than on the culture that produces cancer, often through the very trap-
pings that constitute beauty—the cosmetics, the cars.

As long as cancer remains an individual rather than a communal 
disease, as long as it is buffered by cultural fear of suffering and death, 
stigma can be the only response. And stigma gives rise to stigma. As 
Erving Goffman wrote, the stigmatized bears the burden of acting “so 
as to imply neither that his burden is heavy nor that bearing it has made 
him different from us; at the same time he must keep himself at that 
remove from us which ensures our painlessly being able to confi rm this 
belief about him.”39 The stigma, the sentimental individuation, and the 
warrior offer triplet fi gurations. Slippery military metaphors insist that 
individuals, rather than the culture, suffer from cancer and that cancer 
can be fought—battled—and represented as outside of the very culture 
that produces it. Within that nexus, the Caring Corporations maintain 
the illusion of their own innocence.

conclusion

Upon diagnosis, Sedgwick recognized the way in which the mammary 
ineluctably brought her under the umbrella of a gendered disease—and 
the violence of that gendering. Shit, I am a woman: I am the person 
whose wheel of fortune pointed to the illness not only of cancer but of 
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femininity. Mastectomy offers a recuperation (of sorts) to that pregen-
dered preadolescent space. This space ended with the coming of breasts, 
when girls’ performance in math and sciences and sports tends to drop 
off and a heterosexual interest in boys is encouraged. 

What if, instead of drowning breast cancer in a sea of pink and fund-
raising, those interested in mourning the toll of the disease took exam-
ples from other movements? Probike activists in many cities have reviv-
ifi ed, for a short time, cyclists killed by cars by chaining a white bicycle 
to the spot where they met their death.40 This move, like the HIV/AIDS 
quilt or the photos on the back pages of the New York Times of those 
killed in the World Trade Center, foregrounds a living presence, a mate-
rial body, in the face of sterile statistics of accumulated deaths, a 
reminder of the embedded, invisible violence of the streetscape and of 
the structures that produce these deaths on a mass scale. If the Caring 
Corporation lionizes the individual to keep us from detecting the pat-
terns, these communities honor the individuals who suffer from the pat-
terns and in so doing draw attention to both.

Unlike Dayan’s eye patch, which marked the end result of injury, the 
cancer scar can never really be the insignia of a survived event. The scar 
can only be temporary. The scar marks unpredictability. As the scar on 
the chest fades, are little cancer stem cells gathering force, reduplicat-
ing? One has no idea until later, just as no one knows now who harbors 
incipient cancers. The loss, ultimately, has less to do with a body part; 
cancer takes one’s imagined immortality. Cancer is about the way U.S. 
culture shrouds terror under a scarf of rosy hopefulness.

Vito Russo, an HIV/AIDS activist, talked at an ACT UP demonstra-
tion about living with a disease that is cast as shameful from the begin-
ning: “It’s like living through a war which is happening only for those 
people who happen to be in the trenches. Every time a shell explodes, 
you look around and you discover that you’ve lost more of your friends, 
but nobody else notices. It isn’t happening to them. They’re walking the 
streets as though we weren’t living through some sort of nightmare. 
And only you can hear the screams of the people who are dying and 
their cries for help. No one else seems to be noticing.”41 I have no idea 
what it would be like to lie, night after night, in the cold bog of a WWI 
trench not knowing when an enemy might approach. Still, I can see why 
those metaphors have such descriptive power. When you’re ill, you feel 
under siege.

ACT UP did not focus on how beautiful they all were. Instead, ACT 
UP acted out about all of the issues that affect people living with HIV/
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AIDS: the cost of drugs, housing, and medical insurance; the discrimina-
tion. They rioted, they educated, they stormed the National Institutes of 
Health, they unleashed power. They were arrested and they made news. 
The slogans from that era sound ballsy even decades later: “Bring the 
dead to your door—we won’t take it anymore”; “George Bush, you 
can’t hide, we charge you with genocide”; “This is an angry funeral, not 
a sad one”; “We are dying of government neglect equivalent to geno-
cide.” At one ACT UP demonstration, the artist and activist David 
Wojnarowicz wrote on his jacket: “When I die of AIDS, throw my body 
on the steps of the FDA.” At the height of the HIV/AIDS crisis, deaths 
from the disease spurred countrywide riots, and people were pouring 
ashes on the lawn of the White House. The disease was public and angry, 
but most of all, it was a collective enterprise, bringing together people 
who then exercised their social power.42 ACT UP’s war—nevermind the 
limits of the metaphor—spurred a successful social movement.

In a pre–ACT UP era, Lorde asked: “What would happen if an army 
of one-breasted women descended upon Congress and demanded that 
the use of carcinogenic, fat-stored hormones in beef-feed be out-
lawed?”43 Lorde leaves this as an open question, but I suspect that such 
women would have been ridiculed and dismissed as radical bra-burning 
dykes, just as the antinuclear activists were a generation ago by those 
who presumed themselves immune to cancer.

Ubiquitous breast cancer marches offer a strange space for refl ection, 
one that is not quite mourning and not quite triumph, not a wake but 
not a celebration. But what if queers had sat around sipping Hansen’s 
soda for a cure to HIV? Would the HIV/AIDS death rate in the United 
States now be a third of what it was two decades ago? Yet cancer con-
tinues, and we are just marching (and marching), throwing our pink 
around. Was HIV/AIDS any more of a genocide than cancer?

To raise money for cancer, I’d like to drive a scratched-up and dented 
car with photographs of tumors and of careers in ruins because of time 
spent in hospitals, trailing vomit and sperm out the exhaust pipe. Even 
in pacifi st Canada, cigarette warnings sport graphic details of blackened 
lungs. Whom are we protecting here in the United States? But if I found 
such a car and, channeling my very toughest inner butch, had the guts 
to drive it, my display would be dismissed as a political statement. 
Meanwhile, the BMW pink car-lot celebration passes as care. And so, if 
I die of cancer? Forget burial—just drop my carcass on the steps of 
BMW HQ.
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Mike sat at the bar telling me about the blow job he insisted on every 
two days from his partner, a Hollywood agent about whom he was also 
writing a book. Reading numerous textbooks on personal injury law 
for the book I’d written on the subject still left me ill-prepared for my 
experience that afternoon: my lawyer going into increasingly drunken 
detail about his life in bed and in elevators. Some people love sex sto-
ries, but by then I had already heard far too much. The timing was just 
off. Still, it didn’t feel right to prudishly cut off the conversation; in my 
role as Good Plaintiff, I attempted a lame smile because I had to depend 
on Mike to fi gure out the next step of my medical malpractice case. 
Abruptly, he turned to me and said that we would be suing for wrongful 
death.

When a patient walks into the oncologist’s offi ce with a diagnosis, 
the oncologist tends not to be interested in how things could have been 
otherwise, at what earlier point the cancer might have been found. Doc-
tors rarely consider counterfactual pasts. The physician looks forward, 
treating the patient and the disease as they appear in front of her. It’s 
safer that way.

The past tends to be a preoccupation of patients and of lawyers who 
wonder how and when things could have gone differently; law has 
the power to rewrite a story of the past, to take back a mistake by offer-
ing compensation to the person who suffered from the error. A compen-
satory award pays for the expenses that result from an accidental or 
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negligent mistake. It symbolically recognizes and atones for the added 
hardships.

The law takes on a key practical and statistical quandary: how should 
the costs of the predictable human errors inherent in the practice of 
medicine be distributed? Quite simply, doctors can maim and kill peo-
ple with the slightest slip-up, the tiniest moment of inattention.1 Some 
doctors make more mistakes than others, with more or less grace, and 
with more or less associated attention to detail. Even the best and most 
motivated physicians make errors in diagnosis and treatment that could, 
in retrospect, have been avoided. A nonspecialist patient can’t really 
know the quality of her physician; good manners or a caring demeanor 
do not solely lead to good medicine—nor does a patient’s affection for 
her physician imply the doctor’s competence. Because no one collects 
systematic data on physician skill and effi cacy, it’s virtually impossible 
to know how well one’s own doc did in medical school or how many 
mistakes he has already made.2

Medical malpractice law arose specifi cally to acknowledge that phy-
sicians should not be held criminally responsible for errors and that the 
patients should not go untreated or personally pay for those mistakes. 
Accepting the truism that accidents will happen because doctors are 
people too, this area of law offers a way, albeit expensive and time con-
suming, to ensure that the costs of these errors will not be borne solely 
by the patient. The law lays out a system in which each consumer will 
pay a bit more for a service, and when the inevitable accident happens, 
the court redistributes the money to the person who suffered that inevi-
table mistake. Unlike a no-fault insurance system, which allocates 
resources regardless of a specifi c site of fault, medical malpractice law 
(or med-mal) requires the plaintiff to show that the care he or she 
received fell below the usual standard.

In theory, the threat of litigation inspires individual doctors to do 
their best work and it provokes systematic improvements in medical 
service delivery. Ideally, insurance premiums would be priced a little 
above the costs of payouts, and those companies wouldn’t make undue 
fi nancial profi t or fi nd themselves overcome by greed. Good in theory, 
but as with most systems that predicate their success on the good behav-
ior of humans, it hasn’t really turned out.

Doctors generally work in complicated systems, and fault for error 
can be distributed in many ways. Consider a recent case in which a 
wrongly administered chemotherapy drug (in place of another drug) into  
a patient’s epidural shunt killed a young man.3 Does fault lie with 
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the system designer who neglected to use color coding or geometry to 
avoid confusion between types of infusions? Or perhaps the nurse didn’t 
check the drug name properly, the technician misread the prescription, 
or someone misstocked the shelves? Should the doctor be blamed for her 
illegible handwriting, or were the names of the different drugs too simi-
lar? Does fault lie with the insurance company that would pay for only 
a few minutes for a nurse to administer the drug, rather than whatever 
time was needed to ensure adequate attention? 

Malpractice claims against an individual can miss the structural 
nature of medicine and the many different junctures to which cause 
could be traced. That said, the doctor lends a human face to a medical 
bureaucracy. One might suggest that the generally high compensation 
that physicians enjoy makes up for the complex negotiations between 
patient and industry interests. The ability to cure in certain cases accom-
panies the possibility of being singled out as a causal force of injury.

The legal relationship between patient and doctor is not one of 
mutual agreement about the possible costs and benefi ts of a treatment 
(a misunderstanding that can result from an informed consent form that 
lists possible side-effects to a medical procedure). Rather, it pertains to 
a patient’s right not to be injured. In order to assert that right, the court 
requires the physician and patient to take an oppositional stance, one in 
which each side argues their case as strongly as possible in an effort to 
win. Thus, doctors and patients who were initially assumed to work 
together toward the higher goal of patient health must inhabit divergent 
roles that may be highly uncomfortable for both. Many doctors feel 
unfairly blamed, even when they know they have made mistakes, 
whether due to a slip-up or because of structural constraints.

While many people stand by the notion, popularized especially by 
insurance companies, that Americans abuse the legal system and scurry 
around with frivolous claims, the heyday of plaintiffs’ law is well behind 
us. The question remains: Who should pay for the inevitable mistakes, 
whether perpetrated honestly or carelessly? Current debates about the 
medical malpractice system focus on the difference between medical 
and legal understandings of error, and each seems to misunderstand the 
other. On the one hand, if physicians shouldn’t be blamed for accidents, 
should patients just absorb the costs, including the cost of extra treat-
ment, follow-up appointments, co-pays for specialist visits and drugs, 
and seemingly endless, often uncovered-by-insurance necessities such as 
physical therapy and durable machinery? On the other hand, an injured 
person must depend on medical expertise to make the case that their 
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treatment was subpar, and to do so they need to hire expensive expert 
witnesses from those in the very fi eld they are implicitly critiquing. This 
requirement makes it very diffi cult to bring a case. Who, then, will be 
responsible for improving medical delivery in this radically nonmarket 
economy?

Cancer offers a unique challenge to medical malpractice law. The 
fundamental unknownness of the disease requires both doctors and 
lawyers to rely on prognostic population data. But these numbers, 
seemingly the same, carry different meanings in these fi elds: for medi-
cine, a prognosis characterizes an aggregated chance, but law seeks to 
specify an individual’s situation. The cases that address missed diagno-
sis through a legal doctrine called “lost chance” show how numbers 
take on different lives in different arenas, at the expense of further mys-
tifying life in prognosis.

gimlet eye

As I sipped my fi rst-ever gin gimlet at a party in downtown San Fran-
cisco in June 2011, I spotted a doctor across the room. I immediately 
recognized her Farrah Fawcett hair and Nordic looks, relatively 
unscathed by the decade since I’d seen her. When I last saw Dr. Nordic 
(my primary care doc had sent me to her for a follow-up of a peculiar 
lump she’d found), I walked out of her offi ce feeling humiliated and 
confused. I passed the coffee stand by the front desk of the offi ce feeling 
as if my symptoms had been completely blown off. I remember think-
ing, at thirty-three but with the maturity of a twelve-year-old, “Well, if 
I do have cancer, that’ll show her.”

Still, I trusted her, or at least her position as a doctor at a world-
renowned research university. Her own world-renownedness aside, Dr. 
Nordic did not tell me what to keep an eye out for; she gave me no list 
of red fl ags. Despite my snarky thoughts borne of our interaction, I 
never truly considered cancer as a possibility, but three years later I 
found out that it had indeed been more a likelihood than a possibility, 
since the largest tumor was in the exact same location. I never inter-
acted with Dr. Nordic again, but because of the late stage at which the 
cancer was fi nally caught, the severity of the treatments ensured that she 
never strayed far from my mind.

That June night, six years after my eventual diagnosis, we both 
attended the soirée-fundraiser for an organization made up of people 
like me, people who had been diagnosed with cancer as young adults. 
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Two young women had founded the group some ten years before, spe-
cifi cally because this demographic tended to be ignored both medically 
and socially. A glimpse cast through my wide-rimmed, half-full glass 
refracted several memories: The bewilderment I felt in the fi rst waking 
hour after my initial cancer surgery. The sound of her voice refusing me 
a biopsy (the only defi nitive way to have diagnosed that cancer), telling 
me they are painful and can spread cancer if it’s present. The disbelief 
of hearing her, a preeminent cancer researcher, opining on National 
Public Radio on how she doesn’t believe in screening. Most of all, the 
shock of what I experienced as dismissal, when high stakes for one per-
son were made light of by another.

When Dr. Nordic point-blank refused to order the biopsy I requested 
at that original visit, my mother, also a physician, insisted on making 
an appointment for a second opinion. She spent hours on the phone 
with her doctor colleagues discussing the standard of care in a case like 
this one and lobbying the insurance company to cover a visit with 
another oncologist. She said at the time, “I want to be shown that I 
have nothing to worry about. Nothing would make me happier.” Then 
Dr. Nordic relented and I canceled the appointment at the Stanford 
Cancer Center. 

But instead of doing a core biopsy, she had two medical students do 
a fi ne needle aspiration (FNA)—a procedure known to take a great deal 
of skill and practice to do accurately and that isn’t done at all in several 
countries because of the high rate of false negatives. I later found out, 
too, that there was no way of really knowing if they even got the right 
tissue, since they just pinched the area and inserted the needle. In 
instructing the students before she left them to carry out the procedure, 
she didn’t suggest that this would be a baseline test or that we would 
keep an eye on it and check back in a few months. Instead, Dr. Nordic 
off-handedly commented, “I’m only doing this to please her mother.” 
With the gesture of the FNA she may have evaded a lawsuit, but she 
didn’t please my mom (who didn’t realize until years later that a biopsy 
had not, in fact, been done, since I didn’t know the difference).

From what I could gather through my furtive peeks at the party, Dr. 
Nordic had gained some weight. What had gone on for her during these 
last ten years? Did she see me there, in my best party T-shirt nursing my 
drink? If she did, would she even recognize me? After all, she has had 
hundreds of patients since seeing me, many of whom no doubt thank 
her for saving their lives. Maybe she had that vague feeling, “Hmmm, I 
recognize her from somewhere, but I don’t know where.” Then again, I 
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had tried to sue her, so maybe that registered. Maybe she thought, 
“Well, you’re still alive, so what’s your problem?” At any rate, if she 
did notice me, she ignored me, and she left, with a noticeable limp, soon 
after I spotted her.

For a long time after diagnosis, I obsessed over why she hadn’t taken 
me seriously. Wasn’t I friendly enough? Did she think of me as a whiny 
patient who should just go away? Or maybe I wasn’t insistent enough. 
Was the dismissal because of my dark complexion (race) or my sexual-
ity? Did she just think I was too young to get cancer? It’s true, as she 
reported in the note to my family doctor, that at the time there had 
never been cancer in my family. Then again, my family history was still 
emerging, with under-sixty-year-old parents and two younger siblings. 
Besides, genetics account for very few cancers.

As with fi nancial planning and choosing a partner, one doesn’t learn 
how to speak to a physician in school. Still, that interaction, in less than 
a few minutes, can change the course of your life. One study found, as 
an example, that when a patient mentions a specifi c drug, a doctor is 
more likely to prescribe it—both for good and for ill.4 It doesn’t help 
that on the doctor side, little medical training focuses on how to handle 
the fraught social exchange of an offi ce visit. If determining when and 
where cancer exists takes skill and time in a system pressed for time, 
being a good, communicative patient also takes practice, though the 
literature on cancer diagnosis rarely touches on how this relationship, 
usually between strangers, bears on diagnostic procedures.

I had no idea how to talk to a doctor. So maybe in this case the mis-
diagnosis was my own fault. But I had gone in with a specifi c request, a 
biopsy, based on a concrete symptom. In fact, several years after that 
interaction I met another woman who’d had nearly exactly the same 
situation. She also had a fi ne needle aspiration that came out negative. 
However, her doctor had a six-month follow-up policy, and so an accu-
rate diagnosis shortly followed. 

The few oncologists who in the last couple of years have taken up the 
issue of cancer in young adults note that lack of patient education is a 
major problem affecting young adult survival. These doctor-patient 
interactions, even when resulting ultimately in a negative diagnosis, 
surely provide an opportunity for this sort of education.

As I began to meet other young adults who had gone through cancer 
treatment, I found that an absurdly high percentage of them had been 
misdiagnosed. At a day-long retreat, I watched a forty-year-old woman 
who had a diagnosis delayed for three years practice telling her family 
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that she was dying. Her mother and two-year-old son hadn’t believed 
her the fi rst time. No, really: I’m dying. My cousin Elise stopped going 
to her young survivor group meetings because she couldn’t stand to 
hear about the rampant misdiagnoses anymore. 

I spoke to one thirty-fi ve-year-old who had lung metastases surgi-
cally removed during Christmas break so that no one at work would 
fi nd out that he had skin cancer. He described to me how easy it was to 
hide his cancer: “No one expects a young person to have cancer; you 
think of it as an older person’s disease. I could never let on just how dire 
my situation was.” His diagnosis had been delayed for two years 
because his doctor told him not to worry about the mole on his arm—so 
he didn’t worry. After learning that the mole was actually a late-stage 
melanoma, he thought about bringing a medical malpractice suit. How-
ever, he discovered that the doctor had not kept records, so it would be 
the patient’s word against the doctor’s. Furthermore, his doctor—like 
others—carried only one million dollars’ worth of insurance (“drivers 
carry more than that!”), which would not cover—by a long stretch—his 
losses as an executive with young children. His lawyers told him that 
juries tend to believe doctors. “Just as I did,” he said.5

My patient self meets my anthropologist self here, drifting downstream 
with the alligators. I’ve collected stories of young adults’ delayed diagno-
ses for a purpose beyond just some weird form of self-consolation. 
Although in my own case the misdiagnosis may well be explainable by a 
specifi c doctor-patient interaction, a faulty diagnostic test, a sloppy tech-
nician, a cocky and defensive doctor, or a jejune medical resident, in the 
context of the experiences of others, something bigger is going on.

medical error

Medical errors vary vastly in scope, severity, and likelihood of being 
detected. Certain injuries must be reported to regulatory boards and 
investigated, such as when a surgeon removes the wrong limb. (Oops.) 
Most others require no such reporting, which is why studies on error 
drastically vary.6 A 1999 study of accidental death in the medical 
system estimated preventable medical-error deaths to be in the range 
of 98,000 and suggested that this number is the “price we pay for not 
having organized systems of care with clear lines of accountability.”7 
More recent work indicates that this fi gure vastly underrepresents the 
issue, which may in fact account for over 250,000 U.S. deaths 
each year.8
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Two doctors found in 2009 that misdiagnosis alone, a small fraction 
of fatal errors, accounts for an estimated 40,000 to 80,000 hospital 
deaths per year.9 Focusing on misdiagnosis of all diseases, a Johns 
Hopkins team in 2012 found rates “alarmingly high.” Studying autop-
sies, the researchers extrapolated that 40,500 U.S. hospital patients die 
with an undiagnosed medical condition that caused or contributed to 
their deaths. Although two-thirds of all the misdiagnoses the study dis-
covered did not directly contribute to those patients’ deaths, the research-
ers note that nonfatal diagnostic mistakes cause lengthened hospital 
stays, unnecessary surgical procedures, and reduced quality of life.10

Few systematic studies have examined medical misdiagnoses specifi -
cally. One rare study in which physicians reviewed closed malpractice 
cases found that a cancer diagnosis was involved in 59 percent of diag-
nosis errors, of which 30 percent resulted in death. The overrepresenta-
tion of cancer misdiagnosis may well have been because these cases 
most clearly indicate an error to a patient, who consequently bears a 
costly burden. Breakdowns in the diagnostic process included “failure 
to order an appropriate diagnostic test, failure to create a proper fol-
low-up plan, failure to obtain an adequate history or perform an ade-
quate physical examination, and incorrect interpretation of diagnostic 
tests.”11

Studying surgical errors, researcher Thomas Krizek found that “the 
probable incidence of error involves a staggering half of all patients 
admitted to surgical intensive care units.”12 Krizek reports that the 45.8 
percent incidence of error, with a 21.2 percent incidence of serious error, 
is many times larger than the reported 10 percent error (3.7 percent seri-
ous) published elsewhere.13 Krizek hypothesizes fi ve issues that inhibit 
improvement in the quality of surgical care, including “inadequate data 
about adverse events, inadequate practice guidelines and outcome analy-
sis, a culture of blame, a need to compensate injured patients, and diffi -
culty in truth-telling on the part of surgeons.” Each of these issues war-
rants closer analysis, but for my purposes, his most critical point is this: 
“The fact that the tort system is not very effi cient (of 480 patients in our 
study, only 3 with adverse events received compensation) does not take 
away the awesome fear of litigation.”14

legal mechanism

Since newspapers report endlessly about doctors being sued over frivo-
lous cases that upend the medical system, I had thought I’d have a 



96  |  Chapter 4

pretty good shot at a settlement with a legitimate claim of misdiagnosis. 
Certainly Americans tend to use the tort system more than citizens of 
other Western nations because of the prohibitive cost of healthcare and 
the lack of a safety net. Some medical insurance plans, including Medi-
care and Medicaid (which cover 27 percent of Americans), provide for 
care, but 15 percent of Americans have no medical insurance whatso-
ever, while a further 10–15 percent have coverage that does not cover—
by many thousands of dollars—standard cancer treatment.15 Recent 
federal changes to the accessibility of healthcare may change this. But 
tort law offers a chance to recoup the crushing costs when one might 
not otherwise have been inclined to sue.

Despite this critical public health role, the system is unbelievably 
complex in practice. Courts make broad, politically infl uential decisions 
in a piecemeal way, drawing on the precedent of prior cases that have 
similar enough facts and concepts to apply to the situation in question. 
The legal record, an unruly record of history, policy, and personal sto-
ries, slowly defi nes which behaviors and product designs will be suffi -
cient to balance humans’ fragility against the material world’s destruc-
tive potential.

Though they may seem like dry offerings, legal cases embody stories 
and regrets and attempts to change not just history but the ineluctability 
of time. Amazing nuggets of literature, judges’ written opinions outline 
the dramas of people who feel that they have been wrongfully harmed, 
opine on the proper role of the law, and distribute wealth in an effort to 
restore justice.

People with wonderful names like Percy Pybus appear in the fat 
tomes of court reports, which record how courts made a tenuous sense 
of their stories by harnessing centuries of convoluted jurisprudence. In 
1905, the nineteen-year-old Percy, while out on a joy-ride in his friend’s 
dad’s car, hit and killed nine-year-old Branch Lewis as he crossed a 
neighborhood street in Atlanta. When Branch’s mother sued for dam-
ages, Percy was suddenly caught up in a larger conceptual issue being 
argued in courts at the time, namely, who should be responsible for the 
dangers of these new-fangled machines: the driver; the owner of the car; 
or even the owners of the garage where the car had been stored, who 
had handed over the keys.

With this case as precedent, the automobile came to be legally under-
stood as an inherently safe machine that becomes treacherous only 
when driven recklessly, rather than as an innately dangerous machine 
over which an owner should maintain constant vigilance, as Branch’s 
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mother argued. From that point on, the driver, not the car’s design or 
its owner, was considered the cause of injuries—until sixty years later, 
when Ralph Nader reopened the issue with his indictment of the auto-
motive industry’s resulting focus on whimsical tailfi ns rather than the 
slaughter on the freeways, in Unsafe at Any Speed.16

Similarly, in medical malpractice suits, plaintiffs harness previous 
legal decisions to make their claims. As an area of common law, medi-
cal malpractice dates back to the early fourteenth century, although it 
didn’t become widespread until the rise of widely advertised medical 
promises and quack cures in the mid-1800s.17 Physicians were protected 
from criminal claims in the normal course of practicing medicine after 
the mid–nineteenth century, when the law determined that anyone call-
ing himself a physician would be legally shielded from criminal charges 
such as murder.

In 1853, long before the standardization of medical education and 
protocol, a certain Dr. Smith described the presumption of liability. He 
wrote that the physician hanging a shingle serves the community. When 
called on, therefore, if the “physicians and surgeons refuse to act, or 
they act unskillfully, the party employing them has a right to demand 
damages at a tribunal of justice.”18 Since that time, patients have had a 
legal right if not to the best care, at least to a standard of care. As a 
judge charged a jury in 1857, “The law did not require of the defen-
dants eminent or extraordinary skill,” averring “that this kind of skill is 
possessed by few.”19 In other words, because every physician cannot, by 
defi nition, give superior care, to require it would mean that many peo-
ple would get no medical attention at all; hence, average care legally 
suffi ces.

Smith recognized a problem that has yet to be solved sixteen 
decades later, to wit, that gathering proof about the practices of 
experts requires the cooperation of those in their fi eld, and doctors 
may well fi nd testifying against a colleague, particularly someone 
prominent or senior, unwise for their own professional development. 
As Smith put it, “If in these cases of alleged mal-practice, it could be 
proved . . . that a patient died who might have been saved by his phy-
sician, . . . then an action might be sustained. Such supposable circum-
stances, however, are not likely to occur, for who, as a witness, would 
dare say, absolutely and without qualifi cation, that death might have 
been prevented?”20

This early editorial points to two issues that continue to undercut the 
success of plaintiffs: fi rst, a plaintiff needs medical professionals willing 
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to testify against one another; and second, it is often diffi cult to defi ni-
tively claim that fault for a death lies with the doctor (or the system he 
works within) and not with an underlying health issue.21 In this need for 
expert witnesses, plaintiffs come up against a powerful professional cul-
ture around the admission of mistakes. One study found that only 30 
percent of surgeons would testify against a physician who had removed 
the wrong kidney from a patient—demonstrating a stronger allegiance 
to protecting the interests of the profession, fear of professional cen-
sure, or concern for the physician who made the error than to ensuring 
patient well-being.22 In my legal case, at least two physicians who con-
cluded that a preventable misdiagnosis had occurred hesitated to testify 
against a prominent doctor (though I found two more who were willing 
to testify).

The language used by physicians to describe moments that might have 
gone better refl ects this reluctance to attribute cause. A 2005 study, for 
example, found that surgeons discussing verifi able medical errors with 
patients used the word error or mistake in only 57 percent of conversa-
tions and offered a verbal apology only 47 percent of the time.23 Physi-
cians often prefer a passive voice (“a vein was cut” substitutes for “I 
accidentally cut a vein” and “retained surgical item” describes the for-
ceps the doctor left in the abdomen; fi g. 13). A language of side-effects 
and risk can serve the same ends. Insurance carriers and professional 
codes encourage these descriptions.

Dr. David Hilfi ker, one of the fi rst doctors to write on the subject 
of medical mistakes from a doctor’s perspective, describes how hard it 
was to get his work in this area published and how it would be over 
ten years until other doctors spoke about their errors.24 In a 1984 
article describing some of the understandable yet devastating missteps 
he had made in his practice, he wrote: “We are not prepared for our 
mistakes, and we don’t know how to cope with them when they 
occur. . . . This [medical] perfection is a grand illusion, of course, a 
game of mirrors that everyone plays. Doctors hide their mistakes from 
patients, from other doctors, even from themselves. Open discussion 
of mistakes is banished from the consultation room, from the operat-
ing room, from physicians’ meetings. Mistakes become gossip, and are 
spoken of openly only in court.”25

Liability insurance, which initially became available to doctors in the 
1890s, offers one way to circumvent the personal blame game, at least 
in theory.26 Insurance in one sense undermines the deterrent effect of 
personal injury law, since a defendant will not have to pay out of her 
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own pocket for a doctor’s lapse. However, if a physician were able to 
admit that he had made a mistake and the patient could be paid out of 
that physician’s insurance, the costs of a genuine accident might be 
equitably spread. One doctor admitted to me that it might be “naive 
and idealistic” but “I have always considered my [insurance] as the 

figure 13. In 1940, a doctor and a lawyer collaboratively offered 
a compendium of images of surgical objects left in body cavities after 
surgeries, including forceps, tweezers, scissors, drainage tubing, needles, 
and sponges. The book also includes case reports dating from the 1890s, 
including how an object was left and, if found, whether, and how, it was 
extracted. The authors make recommendations for avoiding such errors. 
(Source: Harry Sturgeon Crossen and David Frederic Crossen, Foreign 
Bodies Left in the Abdomen—The Surgical Problems: Cases, Treatment, 
Prevention; The Legal Problems: Cases, Decisions, Responsibilities 
[St. Louis: C. V. Mosby, 1940])
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provision of justice to patients I may injure unwittingly, when I cannot 
pay enough to compensate for a mistake I make. They may be small 
incidents—taking only a moment’s distraction—that cost the patient 
their health or life.”27

My mother pursued a settlement after her doctor misread a mam-
mogram and delayed a diagnosis by a year. Despite clear evidence of the 
cancer in previous mammogram images, the radiologist’s admission 
that she overlooked the test results, and the personal consequences in 
terms of the severity of the treatment, lost income, and lower survival 
chances, the doctor and her lawyers fought the case, dragging it out and 
ultimately claiming that the fact that my mother was recurrence-free 
fi ve years later proved that the oversight was irrelevant. To my mother, 
though, the months spent sick, sitting in the chemotherapy chair, and 
losing income from her own medical practice for a year of treatment 
were terribly relevant.

Insurance adds another powerful industry to the equation, and the 
med-mal phenomenon must be read in the context of insurance compa-
nies’ efforts to bring about tort reform. One such reform, California’s 
Medical Injury Compensation Reform Act (MICRA), passed in 1975, 
limits compensatory awards. The maximum one can receive for medical 
error that sends you home blind, without a leg, or having had a stroke 
is $250,000 (the amount hasn’t changed since 1975), unless you can 
prove ill intent or that you have signifi cant lost income, in which case 
you can claim those losses separately.28 In addition, insurance compa-
nies have launched a media blitz ridiculing “frivolous claims” and set 
up in-house legal departments enabling them to battle claims and settle 
only at the last minute before a court case, deliberately driving up costs 
and scaring plaintiffs’ lawyers away from taking cases. In my malprac-
tice case, as the court date approached, my lawyer, Mike, became terri-
fi ed that the defendants would, if they won, ask the court to make the 
plaintiff pay all the costs of the case. I couldn’t fi nd much precedent for 
this, and I couldn’t tell if the risk was real or if Mike just wanted to get 
back to writing his book. Given the high fees of defense lawyers and 
doctor experts, though, these costs would have been exorbitant—easily 
well beyond a million dollars.

Movies often portray plaintiffs’ lawyers as scrappy, all the more so 
when compared with the well-paid, well-secretaried attorneys of corpo-
rate defense fi rms. This representation results from a unique fee struc-
ture, which enables people access to the law who might not otherwise 
be able to hire an attorney. Namely, plaintiffs’ lawyers front all the 
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costs of the case, including court fees, expert witnesses (just one medical 
expert can cost about $20,000), and offi ce and administrative costs. If 
they win the case, they earn between 30 and 40 percent of the award, 
but if they lose, they walk away with nothing. Physician defendants rely 
on attorneys hired by their insurance companies (or in-house legal 
departments); these salaried lawyers typically bill by the hour and are 
paid regardless of the outcome of the case.

In the states with damage caps, no sane plaintiff’s attorney would 
take a case unless she could also claim some sort of reckless intent or 
she can make a large lost income claim, either of which would enable 
a settlement over and above the cap for the injury itself. As many com-
mentators have noticed, this legal framework disadvantages people 
without a provable lost income—those who take time off to raise chil-
dren or train for the Olympics, say, or those who have low incomes 
for other reasons.29 Given the caps on damage awards, and the fact 
that most doctors carry only $1 million worth of insurance, it is virtu-
ally impossible to settle a case out of court for more than that sum. It 
is truly ironic that, while basing large fees on the inherent value of life, 
the medical industry with its doctors, lawyers, and administrators has 
been able at the same time to lobby for caps on damage awards in 
most states, stunting that same valuation.

Partly as a result of the structure of the system, but also for many 
other reasons, most injured people don’t sue. For one thing, it is 
extremely diffi cult to know if one has been subject to an avoidable 
gaffe. (Even if you strongly suspect so, it’s easy to second-guess your-
self. Maybe I just wasn’t communicative enough with Dr. Nordic? 
Maybe I, not she, should have considered a follow-up?) One in fi ve 
Americans report that they or a relative have experienced medical 
error, and only about 2 percent of patients who have been seriously 
injured by medical error sue, and of those only between 25 and 35 
percent win.30 Based both on the study results of medical error cited 
above and comparisons of medical malpractice outcomes to other 
kinds of personal injury cases in which plaintiff and defendant wins 
divide more equally, legal scholars and lawyers alike understand that 
juries disproportionately favor physicians. It is virtually impossible to 
argue after the fact that a test, had it been done, would have shown 
something specifi c. And of course, the doctors write and control all of 
the reports. And who really wants to believe that doctors make mis-
takes, or work within systems that make mistakes all but inevitable? I 
certainly don’t.
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At any rate, from doctors’ and patients’ perspectives alike, as well as 
those who end up as both, the medical malpractice system dismally 
fails. But just because it doesn’t work very often doesn’t mean it can’t 
provoke other insights. In fact, these cases provide a unique perspective 
from which to understand how statistics translate between the legal and 
medical fi elds, leaving those living in prognosis clambering through a 
numerical imbroglio.

lost chance

The slim archive of medical malpractice law devoted to missed diagno-
ses focuses on a concept called “lost chance.”31 In these cases, the 
alleged injury is the lost chance at survival, or the difference in the 
prognosis had a cancer been found sooner, compared to the prognosis 
for the later-stage cancer. Courts in different jurisdictions vary dra-
matically in how they interpret lost-chance claims. Some courts require 
the patient to have died, while others accept that the loss of a chance in 
and of itself can be injurious. In one lost-chance case, the judge unbe-
lievably decided that the patient’s extended peace of mind in not know-
ing about the cancer was a benefi t outweighing the injury of late diag-
nosis.32

Lost-chance litigation illustrates the structural constraints on trans-
lating medical uncertainty into clear lines of fault, and the resulting 
legal, medical, and personal quagmire. While the law must locate the 
fact of causation in any given case, oncology only presents future pos-
sibilities, delivered through prognoses and statistics as they appear in 
(imagined) populations of individuals whose medical histories have 
various degrees of similarity to the plaintiff’s. Physicians have devel-
oped means to roughly correlate individuals and population statistics. 
Courts, in contrast, must fi gure out how to convert the concepts of 
chance generated by oncology into terms that can justify an adjudica-
tion about fault. The medical question takes a vague future form: Given 
the survival statistics of other people with this cancer, what treatment 
might work? The legal question takes a precise historical form: In this 
particular case, did the doctor err? Courts typically make this transla-
tion from the population to the individual by running the medical data 
through their own legal tests, such as the “more likely than not” test. 
But regardless of the legal test applied, a population-based statistic 
(other than 0 percent or 100 percent) can never reliably predict any 
particular individual’s life or death.
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The territory of litigation only partly relates to “what happened.” 
Because events must be fi t into legal categories, they necessarily become 
distorted, much like a cancer fi tting into the boxes and forms uses to 
describe it on the path report. When a friend of mine requested a colo-
noscopy after her mother died of colon cancer, her insurance refused to 
pay for it because she was too young. She went ahead anyway, using her 
own money, and when the colonoscopy turned up a lesion, her insur-
ance offered her a partial refund of her out-of-pocket expense. The pre-
cancer colon—known only through the language of numbers and there-
fore denied surveillance—was later deemed, after the confi rmation of 
cancer, to have been worthy of surveillance.

Courts in states that accept the lost-chance doctrine have established 
frameworks for adjudicating how numbers about probability matter. In 
these courts, the plaintiff (that is, the patient) must have suffered a 
greater than 50 percent loss of chance of survival, which also drops the 
patient’s overall chance of survival to less than 50 percent.

Lost-chance plaintiffs encounter several temporal problems. First, 
cancer spreads over time, but no one knows precisely at what point time 
matters and for whom. Did the cancer become incurable in July? Or not 
until October? Second, doctors use a loose cluster of indices to tell how 
far a cancer has spread, what a prognosis will be, and how to treat the 
disease. However, the instant a tumor grows from 4.9 centimeters to 5.0 
centimeters, for example, the survival chance of its host does not neces-
sarily diminish by the 25 percent indicated by a staging chart. As less 
than perfect spheres, tumors cannot be measured with complete preci-
sion; staging and the prognoses that result offer mere estimates at every 
vector. Thus, doctors have little to go on in making a judgment about 
how long a delay will have mattered in an outcome. A six-month delay 
in diagnosis may not make a difference—too short to matter. On the 
other hand, a delay of several years makes it harder to prove that initial 
symptoms were related to the disease that later emerged—too long to 
matter. Cancer exists in nonsensical time, and living in prognosis chal-
lenges individuals and institutions alike to conform to its hourglass. 
When one’s time is potentially limited, it takes on extra signifi cance.

The law requires that each side take a position with regard to the 
recent history. The doctor’s role in court is to defend the course of time 
as it actually unfurled—to argue in various ways that things could not 
have been different: the right procedures were followed, the patient 
would have died even if the cancer were treated sooner. The doctor 
defends the justness of the reality as it plays out.



104  |  Chapter 4

As in all civil cases, the burden of proof falls on the plaintiff, since the 
plaintiff is the one claiming that things should have been otherwise. 
This can be tough given that the lack of diagnosis is precisely the 
problem. If a doctor had, for example, biopsied a mole, there would be 
evidence about the malignancy, or not, of the mole. Without that 
biopsy, no evidence exists—indeed, a doctor may not have even written 
about the complaint in his notes. The plaintiff yearns for validation of 
her reality by the court in the form of awarded damages, even knowing 
that such a validation will not make the counterfactual narrative any 
less a fantasy. A damage award won’t literally give back a lost chance.

The plaintiff must rest a claim of lowered survival chances on her 
concrete prognosis. Such numbers can never prove that an error will 
have caused a death, in part because experimental knowledge depends 
on reproducibility. In medical trials, results can be reproduced in a pop-
ulation study, but an individual person’s outcome does not bear one 
way or the other on the legitimacy of a particular trial result. The popu-
lation is produced by gathering a series of preset standards, such as age, 
stage, and spread of cancer. But the dividing cells, unique in each per-
son’s body, stand as the antithesis of such standardization (which 
indeed is why we need the population studies in order to understand a 
cancer’s potential behaviors). Such communal data may guide an oncol-
ogist, but they don’t much help the person standing in court.

One decisive 1991 California case makes this confl ict clear. In Elaine 
Dumas v. David Cooney, the plaintiff’s husband had died of lung can-
cer. Had his tumor been discovered at the moment of misdiagnosis, his 
survival chances would have been 67 percent. On the tumor’s eventual 
discovery, his chances were 33 percent, and he died. The court didn’t 
deny the reduced chance of life, but worried that legal acceptance of the 
lost-chance doctrine would destroy the very integrity of the tort system, 
which “attempts to ascertain facts to arrive at the truth.” The court 
held that “if the acts of the defendants did not actually cause plaintiff’s 
injury, then there is no rational justifi cation for requiring defendants to 
bear the cost of plaintiff’s damages.”33 Because medical statistics cannot 
provide this level of specifi cation, certainties of causation were impos-
sible to determine (he might have died even with the higher survival 
chance); the judge therefore dismissed the case.

From one perspective, the court’s decision does not serve the cause of 
“truth” any more than an opposite decision would have; it merely 
claims that prognoses don’t, and can’t, satisfy burdens of proof.34 An 
example from the futures market can help to illustrate this situation. 
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Historian Theodore Porter explains in his book Trust in Numbers how 
the development of commodities trading required uniform categories—
a drastic switch from the previous notion of barter. In the stock market, 
you no longer gave a trusted neighbor a dollar for a chicken that you 
could see was healthy and plump. Rather, one gave a few dollars for a 
few anonymous, unknown, even future chickens. All chickens were 
considered equivalent, simply by virtue of an abstract notion of chicken-
ness. In tracing this displacement of concrete things by conceptual num-
bers, Porter writes: “In the end, bureaucrats and traders managed to 
create what had never existed on farms, much less in nature: uniform 
categories of produce. Thereafter, wheat could be bought and sold on 
the Chicago Exchange by traders who had never seen it and never 
would, who couldn’t distinguish wheat from oats.”35 Plucking a patient 
from a prognostic category parallels the selection of a grain of wheat 
from a silo, in that the attributions of each single granule will vary 
widely from the average. Past experience with the neighbor’s farm pro-
duce has no bearing on the future success, or quality, of one’s stock 
holdings, nor on the quality of the commodity being traded.

Similarly, courts must try to fi gure out—with little to go on—how 
the one particular patient on the stand may compare to others in the 
category, and the only way to do that is by laying out necessarily arbi-
trary standards of proof. Examining each case individually, as the court 
must, carries the implicit drawback of not being able to trace patterns 
or to make decisions about fair or just medical standards of care and 
how the medical system should be responsible for upholding these stan-
dards. In the end, the court can’t pin down, blame, or hold cancer to 
account, any more than other experts can. Thus, medical malpractice 
law serves to strengthen the aura of cancer as a quasi-mystical, ungrasp-
able cultural and biological phenomenon.

statistical mystery

One example of the way in which the misunderstanding of medical mal-
practice law as a system of blame has worked in the derailment of the 
whole system can be drawn from Atul Gawande’s acclaimed book Com-
plications: A Surgeon’s Notes on an Imperfect Science. This book pro-
vides a compelling account of his training to become a surgeon, and the 
reader gets an inside perspective on surgery’s particular mode of physical 
labor, which requires cutting into other humans; the enormous risks of 
such endeavors; and the great faith we place in surgery’s effi cacy, as 
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against the huge costs and side-effects, which nearly seem to require the 
“great man” philosophy on which the profession has modeled itself. 
While some debates in the profession have drawn an outside audience, 
by and large medical professional debates have remained internal.

His story brings together all the elements of a wonderful adventure—
life, death, close calls, quick decisions, emergencies, and attempts to 
save lives in a system that seems often to work against him. In one 
instance, Gawande recounts his inability to perform an emergency tra-
cheotomy on a patient. He readily admits his own shortcomings in the 
event: he does not call for help soon enough out of hubris, he doesn’t 
have enough light or suction, and he is so inexperienced that he makes 
his cut horizontally rather than vertically. The patient survives only 
thanks to a last-minute stroke of luck, when another physician takes 
over and inserts a pediatric breathing tube.36

This example, coming early in the book, does critical work on several 
levels. First, it factually records a horrifying instance of an improperly 
trained doctor with ego pressures and insuffi cient institutional support 
involved in a potentially fatal procedure. Second, the reader under-
stands this instance to represent a commonplace event in hospitals. 
Meanwhile, Gawande labors to convince us that the training of sur-
geons requires just such risk and cost to real fl esh. Third, the incident 
provides an opportunity for Gawande to explain the procedure for the 
disciplinary review of such events (the weekly Morbidity and Mortality 
Conference, or M&M). And fourth, the story, together with others in 
the book, invites the reader to share in Gawande’s experience as a sur-
geon, through its use of key literary strategies that subsume the power 
differentials between doctor and patient. (For example, he comments 
that once his patient is able to breathe, Gawande is as well, as if the held 
breath of a stressed professional were equivalent to a patient actually 
suffocating on the operating table.)

Through this conversational tone, Complications makes a hard-
hitting political argument: a doctor is a fl awed but, perhaps more for 
that, valiant creature. The reader cannot help but empathize with this 
narrative, in which the intrepid surgeon slogs away in a system that 
could be better. He rightly focuses on potential improvements to the 
medical system, but in so doing backgrounds the way in which power 
differentials infuse the meanings of illness in America.

The disciplining that Gawande received after this failed procedure 
consisted of a reprimand by a senior colleague. Gawande’s feelings and 
the private interactions among the surgeons take precedence in the 
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retelling. There was no informing (or even discussion of informing) the 
patient or the family about the long period of oxygen deprivation and 
extraneous cuts and stitches, no apology to the patient, no discussion of 
compensation, and no consideration of systematic changes that could 
have led to the situation being avoided in the fi rst place. Rather, in 
thinking through surgical discipline and responsibility, Gawande turns 
to a posture about medical malpractice law: “There are all sorts of rea-
sons that it would be wrong to take my licenses away or to take me to 
court. These reasons do not absolve me. Whatever the limits of the 
M&M, its fi erce ethic of personal responsibility for errors is a formi-
dable virtue. No matter what measures are taken, doctors will some-
times falter, and it isn’t reasonable to ask that we achieve perfection. 
What is reasonable is to ask that we never cease to aim for it.”37 The 
reader, however, learns little about what this “personal responsibility” 
actually means.

Gawande sidesteps the two most controversial questions raised by 
his book. First, what should happen to those patients who provide the 
meat by which surgeons learn their highly remunerated craft? While 
readers may agree that practice on real patients is a necessary evil, they 
may also want some recognition of the human costs of on-the-job train-
ing. In discussing how people unwittingly donate their bodies to the 
cause of training surgeons, Gawande readily admits that he would never 
allow a student to cut into him or a member of his family. A discerning 
reader will see class and education differentials affecting the receipt of 
medical care. Second, had the botched tracheotomy ended in a death, 
how would it have been explained? As an unpreventable accident? As 
an acceptable outcome of an emergency situation? As a compensable 
medical error? Even in the best-case scenarios, analyses and judgments 
are made behind closed doors, during the surgical M&M meetings: sur-
geons will make mistakes, and when they do, they should not be taken 
to court.

Medical malpractice law operates on a parallel but opposite basis. In 
the law’s alternative view, the court should be called on to adjudicate 
reasonable amends precisely when a doctor injures a patient.

In their understanding of the law, medical practitioners often confuse 
several issues. Gawande mistakes the individual surgeon who has to 
learn and who will make mistakes throughout his career for someone 
who should be responsible for those mistakes only to the profession (and 
not to the patient). He further confuses the compensatory function 
of law for a moral system of blame—a pervasive confusion in medical 
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professional culture. While he admits to feeling shame (feelings in a man 
are good to see, although how would such sentimentality have gone over 
had the author been one of the 3 percent of surgeons who are women?), 
he ignores the questions of patient knowledge of error or whether 
patients being practiced on should pay reduced rates for care—a medical 
scratch and dent sale, so to speak.38 Aiming for perfection is certainly an 
admirable goal, but structural challenges render it impossible.

Increasingly, the nostalgic view of a doctor’s job does not match the 
realities of medical labor in a time-squeezing, for-profi t system.39 For 
example, two vastly different drugs, magnesium sulphate and morphine 
sulphate, can be written the same in prescription shorthand, MS (though 
they now appear on a “do not abbreviate” list). Or different drugs are 
stored in similar packaging and placed near each other in storage areas. 
The way that American health insurance works also means that patients 
change doctors often, making it virtually impossible for physicians and 
patients to build relationships or even for complete patient records to be 
maintained. Physicians, then, may not have the personal patient history 
necessary to make accurate diagnoses.

In the 1970s, a method for understanding medical error focusing 
on the root-cause was introduced. In early 1978, the engineer Jeff 
Cooper published a paper documenting his study of human error in 
anesthesia, which at that time led to the deaths of 3,500 Americans a 
year, even with a doctor dedicated solely to administering the drug 
and watching the patient during surgery. Taking system design into 
account, Cooper found that although oxygen monitors had been 
available for years, no one used them. Moreover, the machines were 
not standardized: on some, one turned the knob to the left for more 
oxygen, and on others one turned the knob to the right.40 Cooper con-
cluded that improved and standardized machine design could signifi -
cantly reduce errors.

While widely discussed at the time of its publication, the study did 
not lead to systematic changes. Finally, Ellison Pierce, the president of 
the Society of Anesthesiologists, mobilized the society to focus on the 
problem after a friend’s daughter died during a routine procedure. Like 
so many things, the issue had to become personalized for a powerful 
person to provoke action.

Here again, medical malpractice law has failed to step up to the 
plate. In many areas of injury law, a jury can fi nd that an industry has 
“unduly lagged”; that is, an industry that fails to adopt new and safer 
technology can be found negligent. But, according to the late law 
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professor Gary T. Schwartz, “in malpractice cases—and these alone—
the jury is typically deprived of this power.”41 Therefore, the medical 
profession retains the power to defi ne what will count as a negligent 
practice.

In one notable exception, in 1956 a judge examining a case in which 
a surgical clamp had been left in the body of a patient determined that 
it “requires no expertise to count” clamps, even though at that time it 
was not the usual practice.42 Even as of this writing, 99 percent of hos-
pitals still rely on those highly faulty counting procedures of the 1950s 
rather than using tracking devices that could detect left objects for less 
than $10 and a few seconds per surgery. One doctor has put it this way: 
“We’ve anesthetized them, we take away their ability to think, to 
breathe, and we cut them open and operate on them. There’s no patient 
advocate standing over them saying, ‘Don’t forget that sponge in them.’ 
I consider it a great affront that we still manage to leave our tools inside 
of people.”43 For better or worse, physicians serve as the gatekeepers to 
the standards of their profession and law seems impotent to assert pro-
tective changes.

Medical malpractice law can be used at least in theory to counter 
systemic discrimination in healthcare. When plaintiff Merle Evers pre-
sented her doctor with a breast lump in 1977, she was told to “go home 
and relax.” Six months later she had a mastectomy, and fi ve years after 
that metastasis appeared in her lung.44 Myra Kennedy had a similar 
experience in 1983, when she was also told “not to worry,” advice that 
was repeated a year later. By 1985 the cancer had metastasized.45 In 
these instances, lawsuits could be seen as attempting to ensure that doc-
tors do not dismiss women’s concerns as simple misgivings but rather 
follow up reports of symptoms to ensure accurate diagnoses. Propo-
nents of medical malpractice laws consider their activist nature a critical 
function, bringing attention to otherwise invisible injuries.

Gawande’s book and Cooper’s study negotiate a central mystery of 
medical practice: the fact that a doctor simply will not perform fl aw-
lessly every time. This is truly a bind—the very one that tort law was 
designed to acknowledge. Each patient has a right to an average, profes-
sionally acceptable standard of care, every time, in which mistakes, 
albeit inevitable, will be compensated for. The humanist quandary and 
tortured feelings of the physician (we want to do right, but we can’t 
always; since we are doing our best, we should not be sued), shored up 
by the interests of the insurance industry, have somehow overridden the 
interests of the patient who has no recourse.
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conclusion: the event and its terrors

Like the audiotapes that some of us used as kids to record and then 
rerecord music from the radio, the law’s promise to rewrite history can 
offer only a palimpsestic attempt to tack a more satisfying conclusion 
onto the aftermath of a mistake. Even Madonna or Mozart can’t com-
pletely erase Kenny Rogers or Shaun Cassidy.46

At the center of all personal injury law lies a plaintiff’s counterfactual 
desire: my heartbreak could have been otherwise. By offering the poten-
tial to change the past through the offer of a more materially comfort-
able future, med-mal mirrors the promise of one of two outcomes of the 
fi ve-year survival prognosis. In individual cases, the law’s conjuring 
trick resides in rewriting history through the transfer of money.47 Of 
course, the damages paid represent only the physical injury, and as such 
don’t assuage grief or touch the betrayal, dismay, or terror felt on suf-
fering medical error.

What I wanted from the tort system changed in relation to the course 
of the long history of my case. At fi rst I wanted a way to make sense of 
what had happened—the structures that had made the missed diagnosis 
not only possible, but likely. Sometimes I wanted just an admission—no 
skin off Dr. Nordic’s nose, I thought. I at least wanted her to know 
what had happened and to brainstorm on various routes to a counter-
factual past and more effi cacious future practices. Then I wanted to see 
how the legal aspects would all work out, how the events as I had expe-
rienced them would fi t into the views of different medical and legal 
experts and ultimately into the system of law. Eventually, I wanted 
Mike to stop telling me about his sex life and I wanted to be free from 
these different systems of prediction and explanation—none of which 
seemed to be working all that well. All the administration and paper 
pushing that the suit required took reams of time and energy. “Moving 
on,” as they say, provided its own counternarrative, albeit one about as 
satisfying as water-fl avored ice cream.

In its most idealized form, medical malpractice law offers a place 
where standards of medical practice can be set and upheld through the 
close examination of those standards’ failures. One thing is clear: as 
states continue to erode medical malpractice laws by placing caps on 
damages and shortening statutes of limitations, while continuing to 
leave responsibility for improving systems to hospitals themselves, we 
have fewer and fewer ways to make such often unknown medical mis-
takes visible as larger political issues. With no other way to collect data 

9780520276567_PRINT.indd   110 04/10/14   9:51 PM



Lost Chance  |  111

on cancer misdiagnosis, we also miss one of the few opportunities to 
study the major political and economic impact of diagnostic procedures. 
In the meantime, doctors remain stuck within a system that sets them 
loose with “little or no formal training on how to prevent medical errors 
and reduce preventable complications,”48 in legal and medical systems 
that continue to enforce the notion that errors are exceptions to be dis-
avowed or felt badly about rather than the norm in need of discussion, 
analysis, and emendation.
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What happens if I get a placebo in the trial but later the medication is 
shown to work? This question appeared in a pamphlet designed to 
recruit people suffering from late-stage kidney cancer to participate in a 
trial. It echoes a key anxiety in the decision to join a trial: What if I 
don’t get the better treatment? The answer: “If the study shows Tro-
Vax® prolongs survival and you received the placebo, you will be given 
the opportunity to be treated with TroVax®, following regulatory 
approval.”1

The pamphlet doesn’t mention that regulatory approval may take 
years, even decades. A person with metastatic renal cancer, for which 
the fi ve-year survival rate is under 5 percent, has virtually no hope of 
surviving long enough for this drug to come to market. In the end, as 
with the vast majority of such trials, Trovax was found to be ineffective; 
the trial was canceled after nearly a third of the patients died.2

The gold standard of evidentiary medicine, the randomized con-
trolled trial (RCT) refers to an experimental method in which research-
ers give groups of people different treatments and, after some time, 
compare the effi cacy of the treatments. In a drug trial, for example, one 
group will get the new drug and a second group will get either the pro-
verbial sugar-pill placebo or the usual standard treatment. Third and 
fourth study groups may also be added to the comparison. At the end of 
the trial, the researchers tally the survivors, measure the side-effects, 
and make a decision about whether to move the drug to the next stage 
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of testing, a process that will require the recruitment of more hopeful 
cancer patients willing to try anything for a slim chance at survival.

That pamphlet offers one piece of cancer debris. In the world beyond 
ephemera, people fl y with oxygen tanks to Texas or Argentina in their 
fi nal months or weeks for experimental treatments or to join trials. 
Patients with carefully researched stacks of trial reports or with trial 
numbers diligently inscribed on a folded sheet of paper walk into the 
doctor’s offi ce only to hear her say, “Oh, no one followed that up,” or 
“That’s just not what we do here,” or “There were not enough people 
in the trial to draw any conclusions,” or “Yes, but those results are 
controversial, so we don’t give that treatment,” or “Yes, but the popu-
lation was too varied to be of use in your case,” or “Yes, but your insur-
ance will not pay for that treatment.” These collected stories epitomize 
the confusion and heartbreak posed by the constant promise of trials. In 
the long history of the rise and fall of various “miracle” cures, hundreds 
of thousands of patients have tried everything from radium pills to 
letrozole, interferon to Gc-MAF, often at great physical and fi nancial 
cost. The stories demonstrate the excruciating position of patients 
attempting to navigate the grueling, expensive world of randomized 
controlled trials.

Used to test chemotherapy, pharmaceuticals, surgical techniques, 
and radiation, the RCT virtually defi nes oncology as a professional 
fi eld.3 The recent rise in stature of oncology coincided less with big leaps 
in survivorship than with more treatment offerings and more trials. 
People now stay in treatment longer and undergo more rounds of che-
motherapy as the number and size of trials continue to increase. The 
“booming industry in clinical trials,” as one doctor writes, “supports 
increasing interest in the development and use of various prognostic 
staging systems and clinical markers.”4 The constant reporting of trial 
results in the news media hints at their central role in shaping Ameri-
cans’ understandings of risk, suggesting that the things that caused can-
cer might have been avoided. As a result, many cancer patients carry 
excruciating self-blame and crushingly talk about their guilt, as if the 
cancer were their own fault, the result of drinking too much milk, say, 
or being overstressed at work. One twenty-seven-year-old three-time 
cancer survivor said to me, “I hate it when people talk like that; it 
makes me feel bad, and it’s too late for me.”

A lecture given at the annual San Antonio Breast Cancer Symposium 
(SABCS) in 2007 strikingly captured the paradox of late-stage cancer 
drug trials. Introducing his research with a roundabout acknowledgment, 
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verging on thanks, of the people who partake in research trials, Mitchell 
Dowsett declared that “1,050 people would have to relapse before we 
had data.”5 Neither Dowsett’s translation of lives into data, nor his use of 
the future conditional “would have to” fully accounts for the startling 
effect of this remark, which both predicts and underscores the necessity 
of the deaths. He foregrounds a fact usually left unsaid: the trials need—
indeed, await—the cancer recurrences of their participants. One might 
draw an analogy to the organ transplant candidate wait-listed for a 
liver—literally waiting for someone else’s fatal car accident or brain aneu-
rysm. In each case, one awaits another’s death, which spurs a new round 
of productive events.6

Researchers try to soften this paradox by noting that the recurrences 
would have happened anyway. Many scientists claim that the method 
requires this objectifi cation—even, I suggest, instrumentalization—of 
the patient. This unfortunate by-product serves a greater good.7 Physi-
cians note that some RCTs have led to improved patient care: survival 
rates for several types of cancer have skyrocketed thanks not only to 
new treatments but also to the RCTs’ ability to establish their effi cacy.

Other theorists take issue with this justifi cation. Historians, for 
example, argue that the RCT method will always produce a result. A 
nineteenth-century study provides an elegant demonstration of this 
point. The study, organized as a proto-randomized trial, examined the 
effi cacy of bloodletting in reducing the severity of pneumonia. It found 
that the duration of the disease was an average of three days shorter 
for those who had been bled early as opposed to those who were bled 
later.8 This fi nding did not in itself progress make, since later still, doc-
tors found that bloodletting does nothing for fevers at any stage. 

Furthermore, interests that can be diffi cult to pinpoint often cor-
rupt the trial process. In histories of RCTs for many cancers, one fi nds 
promising Phase I and Phase II trials for inexpensive drugs that 
were then summarily abandoned, or conversely, multimillion-dollar 
Phase III trials that promised only incremental survival benefi ts. 
Anthropologists, meanwhile, trace the outsourcing of trials in the 
search for treatment-naive populations—that is, populations that do 
not take the many kinds of drugs that Americans do. Even if these 
turn up trustworthy data for a treatment-naive population, they 
don’t accurately refl ect the populations of the market for the drugs. 
Broader observations about the use and abuse of trials can be end-
lessly debated, but my point remains: a deeply embedded paradox 
structures the RCT.9
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Two things I noticed while reading trial reports hint at the paradox I 
examine here. First, for decades cancer trials have mostly reported only 
fractional survival rates. The number of true breakthroughs can be 
counted on one’s fi ngers and toes. Similarly, most “futures” that the 
trials lay out have been impossibly grim. In this sense, the trial offers 
not just a search for a better treatment, but a kind of shorthand for 
hope in times of desperation. The comment “I need a trial” substitutes 
for “I need a cure”; this common usage reveals the centrality of an ide-
ology of the future, despite the trials’ limited success. The vast numbers 
involved in the trials, the toxicity of the treatments for patients, the 
profi ts of drugs under patent for providers, and the incremental survival 
benefi ts consolidate cancer as a disease with a specifi c set of insights in 
relation to RCTs.

Something else came to my attention while I searched for informa-
tion on my treatment course. I read a trial report written by one of the 
doctors, a pooh-bah in the oncology world, who had misdiagnosed me. 
An erupting chasm seemed to physically tear the papers from my hand 
as I realized that once in the category “diagnosed,” I was useful. I don’t 
mean that I became an interesting case in any way. On the contrary, I 
was a statistic. But as a statistic, I bolstered the gravitas and signifi cance 
of her work. That recognition of the gap between the counter and the 
counted caused the rupture. No matter how much I wanted the trials to 
yield objective information useful to patients and doctors, our relation-
ship to the data skewed at different tangents. She collects and publishes 
data—and even the kind of mistake she had made on me worked in her 
favor. I’m left to scrutinize her data to try to fi nd what the future holds. 
Suddenly implicated in the stack of papers I had been working my way 
through, I realized that my use, dead or alive, was as data—just like 
those who populated (maybe peopled is a better word) the trial reports 
I was reading.10

Dowsett’s comment creates a disconnect: one knows only after the 
data are in that 1,050 recurrences were suffered. Yet his phrasing 
acknowledges that he knows that there will be 1,050 recurrences, indeed, 
that there must be, and that these recurrences will occur in both the treat-
ment and nontreatment groups. A subject in the trial may hope to be in 
the no-recurrence group, but only after the time has gone by will the sub-
ject know which group he or she actually was in. The researcher arranges 
these lives to fi gure out which treatments will be more promising, which 
pharmaceuticals more profi table. The fi nal statistic will be hygienically 
inscribed by an omniscient observer who weighs out the benefi ts and the 
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costs of a new treatment. Future cancer patients will be invited to stare at 
these statistics and attempt to slot themselves into one side or the other: 
survival or death. The RCT invites both patients and oncologists to live 
in a space in which both hope and progress are ubiquitous, virtually ines-
capable tropes.11 However, the patient also lives in the real world, feeling 
better or worse, looking at the stats and making concrete decisions about 
treatments based on geography, timing, and money.

structured competition

Belief in randomized controlled trials refl ects a medical philosophy and 
a culture of health quite different from those of the nineteenth century, 
when physicians considered an individual’s physical and emotional con-
stitution more than particular disease characteristics in predicting the 
course of disease. A nineteenth- or even mid-twentieth-century physi-
cian might not have understood the logic of the RCT, let alone taken it 
for granted as the primary—practically exclusive—means of collecting 
medical evidence. Trust in numbers over clinical experience had to be 
cultivated, as did the techniques of collection.

The present-day appeal of the RCT surely lies in its elegant simplicity. 
Its commonsensical grounding remains so beyond reproach that even as 
physicians hotly contest the relevance of results and specifi c trials, the 
method offers medical practitioners a tightly shut black box; the method 
itself barely requires comment in the scientifi c literature. While some 
accounts locate the fi rst RCTs in efforts to eradicate scurvy by comparing  
lime versus meat consumption, the historian Harry M. Marks traces the 
origins of the contemporary medical RCT to agriculture, where the 
method was developed by geneticist and statistician Sir Ronald Aylmer 
Fisher in the early twentieth century.12 In trying to quantify improve-
ments in agricultural methods, Fisher divided land into strips and alter-
nated a specifi c treatment—for example, fertilizer—in one area with no 
treatment in an adjoining one. Through multiple replications, this com-
parative approach averaged out—thus canceling—random factors such 
as moisture or sun exposure, which might affect one patch of land more 
than the other if two large patches of land were simply compared over 
time. In this manner, the effi cacy of the fertilizer—the likelihood that it 
would work on any individual sunny or windy patch of land—could be 
recast as a population probability in which sun and wind were factored 
out of the equation. Researchers celebrate the method precisely for its 
ability to eliminate any variable other than the one being tested.
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This method of trials grew explosively after World War II.13 RCTs 
are now used to study many things, from the potential benefi ts of phys-
ical exercise and eating greens to proper dosing of medications. Ideally, 
a series of controls such as age, gender, or stage of disease narrows the 
random factors, so that drugs can be more specifi cally tested for effi cacy 
in accordance with these variables. Often, though, the quest for enough 
subjects requires broadening the group characteristics to enable more 
people to join. As trials move from Phase I to Phase III they require 
progressively larger groups of study participants. This affects the clini-
cal value of trial results. In other words, if a drug is tested on a group 
including children, young adults, and older adults, clinicians will not 
know if it will work better on one of these groups than the others.

In the move from agricultural applications to medical ones, a windy 
or sunny patch of land translates into an old or male person, a disease 
becomes as measurable as an agricultural pest or the natural course of 
the growth of peas. The treatment of mobile, complicated individuals 
becomes as unproblematic as fertilizer spread on land. Remarkably, the 
RCT literature takes this shift from fi eld to fl esh mostly without com-
ment. Still, the slippery markers make trials virtually impossible to com-
pare, as oncologists readily admit. Often whole categories of terms—
like what counts as “relapse-free survival”—vary from study to study, 
or even within studies, and among medical centers. Sometimes people in 
the treatment group are not treated: they fall into the category of “intent 
to treat,” rather than “actually treated.”

RCT logic is such a structuring principle of our time that its key 
requirement barely registers: two groups compete, one wins. Albeit 
evacuated of intent or skill, the trial refl ects the logic of war (each side 
aims to outkill and outinjure the other) or the principle of sport, in 
which sides compete for goals, points, or marks.

In the RCT, patients compete in a contest that exceeds their ability to 
compete; they do not even know which treatment they get. The success 
or failure of the treatment will be attributed solely to the treatment 
itself. Stamina and fortitude of the patient, or weakness of the treat-
ment, will be “randomized” out of the equation. Like its close kin sta-
tistical analysis, the RCT crushes life-or-death dramas in its drive for a 
result. The RCT erases the very human subjects that enabled its possi-
bility, legitimating its dead through the promise of a future cure.

The simple yet unspoken premise embedded in late-stage cancer RCT 
logic holds that nearly all of the subjects in treatment trials will die. 
Even a trial for the most effi cacious drug in the world will require the 
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deaths of those in the untreated group in order to prove its worth. Thus 
the RCT asks its subjects to partake in the higher calling of what the 
philosopher Michel Foucault might have called “collective living on”—
the sacrifi ce of oneself for the possibility of a social group. Each indi-
vidual in a society, he writes, lives with the demand, “Go get slaugh-
tered and we promise you a long and pleasant life.”14 This overlay 
between one’s own mortality and the longevity of the society lies at the 
crux of the trade-offs in cancer research and treatment.

I witnessed exactly this pressure point at a lunch for cancer activists 
sponsored by Genentech in 2006. The representatives and scientists  
attempted to recruit subjects by claiming that the success of leukemia 
drugs in bringing about high survival rates in the 1960s and ’70s was 
because of the large number of patients enrolled in trials—over 70 per-
cent of known leukemia sufferers, as opposed to only 3 percent of adult 
cancer patients who now participate in trials (a tired statistic trotted out 
at many such events). In fact, chemotherapy does remain much more 
potent for liquid tumors, such as leukemia, than for many that take 
shape in solid form. But Genentech’s representatives cajoled members 
of the audience not to let their diseases go uncounted, not to miss an 
opportunity to donate to the higher cause.

The RCT works in the service—or, depending on your level of cyni-
cism, lip service—of collective living on, but who and what do we miss 
by rushing to that endpoint? Bodies lent to the cause of science suffer, 
and in many cases greatly, from cancer treatments, both standard and 
experimental. By promising a future it cannot know and asking patients 
to hurry to a sacrifi cial conclusion, the RCT ignores its own forms of 
violence and permission to harm. Its varied uses for science, capital, and 
professional advancement do not in themselves correspond with cures 
or better treatments.

To illustrate my point, let us return to Margaret Edson’s play W;t, in 
which the English professor Vivian Bearing dies after a brutal course of 
chemotherapy for ovarian cancer. Certainly one could argue that Bear-
ing’s physicians should have cared for her more empathetically over the 
course of her treatment and death.15 But the play also explores the fact 
that even if the medical community had treated Bearing more compas-
sionately, the system still operates on the notion that the immortal logic 
of science trumps individual mortality. Bearing’s doctors simply did not 
need to know anything about her except whether or not she would sur-
vive the experimental chemotherapy. She could have been anyone with 
ovarian cancer—it did not matter that she was Vivian Bearing, or that 
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her cancer was diagnosed so late, or whether she was among the one in 
seven Americans who lives near a Superfund site.

In exchange for their deaths, the researcher renders individual sub-
jects signifi cant: he counts them. In counting them, he conjures a 
future—on the one hand, absorbing the individual into a potential 
yearned-for advantage, and on the other, further institutionalizing that 
fantasy of hope for the next generation of subjects. At the same time, 
the researcher will need to justify a new round of grant funding and 
consolidate his professional reputation. And in the fi nal write-up of the 
data, those who read the numbers not only will not remember Bearing’s 
name and profession; they also will not know her blood type, whether 
she smoked, whether the treatment was administered correctly, or even 
the critical details of her illness. Though some of this not-known infor-
mation may be essential for future study, everything about her, short of 
a checked box on her cancer type and another on her treatment, will be 
gone. Despite the researcher’s promise to bestow signifi cance, at the end 
of the day Vivian Bearing as Vivian Bearing simply disappears. The 
deaths in the trial swing both ways, of course. Dowsett’s 1,050 relapses 
were tallied from both groups: members of both the treatment and the 
placebo groups died.16 It’s nothing personal.

Elaine Scarry offers a telling insight into the political stakes involved 
in separating death from bone-and-blood bodies. As she notes, bodies 
on both the winning and the losing side of the Civil War have been 
explained as “the price of freedom”; in that sense, carcasses gain a 
mobility—and nobility—of attribution. The impersonal character of 
the dead body, she writes, “gives it a frightening freedom of referential 
activity, one whose direction is no longer limited and controlled by the 
original contexts of personhood and motive.”17 Once someone dies, 
they can be used in support of other interests.18

The cliché uttered at presidential inaugurations that “our ancestors 
died for this historic day” offers an obvious example of how potentially 
ignoble or unnecessary death is used to prop up a nationalistic history. 
The request for subjects to participate in RCTs mirrors this standard tru-
ism in American politics. The RCT brings almost a military, redemptive 
glory to an “unfair, unfashionable, unforgivable” death.19 This point 
sheds light on the ramifi cations of impersonalized deaths in RCTs, a steril-
ity of personhood that comes up over and over again in the way statistics 
are rerun and debated and in how the results are used for protocol, redone, 
or ignored. One doctor at the 2007 SABCS referred to the notorious dif-
fi culties in comparing RCTs with the comment, “It’s a good time to be a 



120  |  Chapter 5

statistician”20—meaning that disembodied results can be easily manipu-
lated and endlessly debated because of the variety of statistical methods.

Grief about the mortality effect saturates patient-generated literature. 
As he was dying of prostate cancer, the writer and critic Anatole Broyard 
wrote: “While he inevitably feels superior to me because he is the doctor 
and I am the patient, . . . I feel superior to him too, that he is my patient 
also and I have my diagnosis of him.”21 Broyard, making himself visible—
vital—in this dynamic, reclaims some of the power that the system leaches 
from him. Perhaps the physician reminds Broyard of a priest who decries 
sin in the face of the Black Death before falling victim to it himself.

In big cancer trials, the length of the trial will exceed the lifespan of nearly 
everyone involved, and by necessity the survivors cannot be predicted in 
advance. Even in one of the most successful cancer treatments ever, the use 
of Herceptin for a subset of breast cancers, many physicians expected 
another failure and expressed shock at the relatively high survival rates.22 

Thus doctors stand in the awkward and horrible position of needing 
their subjects’ deaths, sometimes withholding treatment, even when the 
treatment in question clearly extended lives. Nobel laureate Elias Canetti 
might be describing the principal investigator of a large cancer trial when 
he writes, “He is, as it were, an innocent hero, for none of the corpses are 
of his killing. But he is in the midst of the putrefaction and must endure it. 
It does not strike him down; on the contrary, one could say it is this which 
keeps him upright.”23

Doctors do not necessarily enjoy this position, nor do they necessar-
ily profi t from it. But cancer deaths do support both the research and 
the researcher; they support whole industries and economies, however 
one measures success. Indeed, the bigger a problem cancer becomes, the 
more trials we need. Suffering and death undergird a system that works 
differently for different participants, constructing some members as 
experts and others as dependents. Stating the paradox of the mortality 
effect this baldly enables us to see how the RCT creates a temporal hier-
archy in which the mortality of some props up, or allows, the immortal-
ity of the others. This mortality effect, however necessary, intensifi es the 
hierarchies of medicine.

nerve gas

Medicine justifi es this mortality effect with a logic: the costs to those in 
the trial will be made up for by broader social and medical benefi ts. 
Both the trial and the commonsense rationalization appear to be as 
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objective as they are necessary. Then again, any logic has ways of dis-
counting factors that don’t fully merge with its worldview. Even cases 
that initially appear benefi cial crash and burn in ways that should be 
more public. Edson and Broyard, cited above, offer one way to under-
stand the patient’s excision. The trials themselves offer another place to 
turn. Specifi cally, chemotherapy trials, with their high stakes, initial 
promise, high-tech medical and statistical infrastructures, yet overall 
failure, offer a unique place to see the excision of treatment injuries.

Where survival (or death) offers the endpoint of the trial, The ques-
tions of quality of life and quality of death often disappear. The radia-
tion oncologist and historian Gerald Kutcher writes that complications 
are “presented as a stepchild of survival and characterized with qualita-
tive terms like minimal and acceptable.”24 When a person counts only 
insofar as he or she lives or dies, the medical descriptions of suffering 
shift nearly invisibly. The consequences of this seemingly small elision 
are huge. 

As a result, injuries gain a frightening invisibility and thus are easily 
misrecognized in the name of future progress. Current suffering and the 
questions it raises are illegible: Is the suffering due to the initial (natu-
ral?) cancer or the treatment? Are people dying of the cancer or the 
chemotherapy? To what extent is suffering acceptable, and who should 
decide? How are people living with, and dying of, cancer? Unlike 
survival rates, treatment injuries and complications have no complex 
statistical methods to measure them. This structure redoubles the 
assumption that suffering is by nature contextual, unquantifi able, and 
personal.

During my treatment, I took a chemotherapy drug called epirubicin 
every three weeks. Although doctors sometimes call it the “red death” 
(red for its color, death for its ferocious side-effects), I accepted this 
chunk of technology as the most aggressive treatment available. I met it 
in a dull hospital room that still nauseates me even to think about, a 
nurse’s hands at one end of a plastic tube and a needle at the other. 
My insurance paid for it. A piece of the curative regime, epirubicin 
promised that something, something, was being done. I was glad to be 
partaking in this regimen, its promise.

Epirubicin became part of my self-image of toughing it out, toughing 
out the hardest possible chemotherapy because if I were tough enough, 
cancer would be scared away. I could handle the red death. About 
three years later, researchers determined that the red death only changed 
the survival stats for those with a small subset of cancers—a fact I 
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knew through my reading, not because any of the treating docs men-
tioned it. The initial testing categories had been far too broad, which led 
to many hundreds of thousands of needless injuries before more precise 
data were gathered. The later results both do and don’t mean that 
I shouldn’t have undergone that treatment. I did want the most aggres-
sive treatment available, and that was it. At the same time, it did 
no good.

Support group discussions, memoirs, graphic novels, and cancer sto-
ries reiterate the high physical and social costs pervasive to rituals of 
chemotherapy.25 The treatment still involves severe side-effects for 
many people, even with vast improvements in antinausea drugs. Patients 
receive the drugs at the upper limit of tolerable toxicity, often measured 
in relation to body weight, in order to have the best chance of killing 
cancers. Many chemotherapy drugs come with maximum lifetime doses.

Chemotherapy treatment aims to kill cells as they divide. Despite the 
term targeted chemotherapy, the treatment takes aim at all quickly divid-
ing cells, thus affecting not only cancer cells (one hopes), but also bone 
marrow, blood cell production, digestion, and hair growth—collateral 
damage, so to speak. Unlike surgery, chemotherapy offers systemic treat-
ment, correlating with the theory that cancer spreads throughout the 
body in undetectable micro-metastases. Typical immediate side-effects 
include intense nausea, bleeding mouth sores, inability to fi ght infec-
tions, and exhaustion. Longer-term side-effects can include fatigue, cog-
nitive impairment, heart injury, and leukemia. The remarkable success 
of chemotherapy after World War II transformed once-deadly diseases 
such as some types of lymphoma, leukemia, and testicular cancer into 
largely curable diseases, in the process turning these cancers (and those 
who have survived them) into oncology poster children who propagate 
the promise that with enough funding and enough people signing up for 
trials, all cancers will one day be curable. Chemotherapies for cancers of 
the lung, pancreas, brain, breast, and colon have been less successful. 

Even so, refusing chemotherapy has a moral cast to it, as if one were 
inviting death by cancer; indeed, if a doctor does not offer chemo for 
Stage II, III, and IV cancers, no matter what the kind, it would constitute 
medical malpractice. At the same time, technical developments such as  
implantable ports for easier administration of drugs and better anti-
nausea medication enable physicians to prescribe back-to-back rounds 
of different drugs, thus altering the toxicity trade-offs.26 Chemotherapy 
offers another example of how the benevolent cast to RCTs render invis-
ible the injuries and suffering from treatment.
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Some examples from breast cancer history best demonstrate the tribu-
lations of trials, because of the range in success. Following a 1976 trial 
in Italy, American oncologists largely, though not without controversy, 
adopted chemotherapy as a standard treatment. With a fourteen-month 
follow-up of 386 patients, the trial demonstrated a small increase in 
survival and was hailed by the media as “spectacular” and “monumen-
tal.”27 But as journalist and activist Rose Kushner documented at the 
time (discussed in the introduction of Malignant), and others have traced 
out since, oncologists disagreed over the trial’s validity given the small 
number of patients involved and the inclusion of both pre- and post-
menopausal subjects.28 Nevertheless, the lack of other treatments, 
together with a general craving in the fi eld to demonstrate medical prog-
ress after Nixon’s 1971 declaration of the War on Cancer, led the profes-
sion to adopt as protocol CMF (combining three anticancer agents: 
cyclophosphamide, methotrexate, and 5-fl uorouracil [5-FU]).

Since the 1970s the main change in the CMF regime has been the 
addition of a class of drugs called anthracyclines (among them my so-
called red death). Despite a decades-long hesitation in testing anthracy-
clines because of their extreme side-effects, a 1998 study showed a 
4 percent survival increase when they were added to the CMF treat-
ment. This led to approval by the Food and Drug Administration (FDA) 
in 1999 and to widespread use of the drug soon after. For about ten 
years, anthracycline treatment was the standard of care for breast can-
cer patients at Stages II, III, and sometimes I, in hopes that each patient 
might be one of those 4 percent who received some benefi t.

This changed again in 2007, when a team led by Dennis Slamon, an 
oncologist at the University of California, Los Angeles, announced that 
it had identifi ed which people were likely to benefi t from the more 
toxic anthracycline-based chemotherapy. In a presentation at the 
SABCS that year, Slamon claimed that “the use of anthracyclines in . . . 
treatment of all breast cancer is not supported by the existing data. 
Given the known long-term . . . toxicities of anthracyclines . . . other 
approaches to the . . . treatment of breast cancer should now be 
adopted.”29 This was indeed a breakthrough, as my interviews with 
oncologists during the meeting attest—although it is perhaps better 
thought of as a negative breakthrough, since it nullifi ed one of the few 
“improvements” in chemotherapy of the past thirty years. It also made 
clear that between 1998 and 2007 nearly a million people were admin-
istered a toxic drug that has not helped them, a fact that went unmen-
tioned at the conference. In fact, the scope and breadth of the resulting 
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injury from the wide use of anthracyclines has barely been mentioned in 
the oncology literature more generally. How did these injuries get 
explained away? What could we learn by taking them seriously?

RCT methodology relies on a critical principle: that the cancers affect-
ing all patients in a trial are similar enough that the patients can be said 
to have the same disease. Medical historian Charles Rosenberg has exam-
ined the historical contingency of such diagnostic categorization and con-
cludes that diagnosis “labels, defi nes, and predicts and, in doing so, helps 
constitute and legitimate the reality that it discerns.”30 In other words, in 
the process of identifying disease categories, trials also construct them. 
The categories, reiterated and fortifi ed, reverberate through treatment 
protocol, insurance bureaucracies, the press, and other processes that 
need and rely on categorization. So on the one hand, a trial needs a dis-
ease category in which all patients are similar enough to cohere into a 
group. On the other hand, cancer treatments in the last centuries or so 
have borne a conviction: that people with cancer will, and should, 
undergo pretty much anything. One physician has named this burden the 
“toxic cost of cancer.”31 This combination justifi es the variance in control 
group characteristics that one so often fi nds. Let me explain.

In the eighteenth and early nineteenth centuries, before anesthesia and 
antibiotics, women with breast lumps frequently underwent extremely 
risky mastectomies. Prior to cellular pathology, which enabled physi-
cians to distinguish between malignant and benign growths, all lumps 
were perceived as dangerous. Amputation for that group of patients—
those with lumps—was considered the only chance for survival. In the 
same way that we now know which patients are more likely to benefi t 
from tamoxifen or trastuzumab, we now know that of those patients 
who survived the early surgeries, those with the benign lump were more 
likely to survive into old age. In other words, the early diagnostic cate-
gory was so broad as to include people who did not need the treatment. 
At that time, though, the disease defi nition could not have been reduced 
from those with lumps to those with malignant lumps. Similarly, the too-
large population category misled in the case of anthracyclines; a more 
fi nely calibrated study could and should have been done much earlier.

A rhetoric of aggression, namely the toxic cost of cancer, offers one 
avenue to defend treatment injury. Confusion between aggressive and 
effi cacious treatment pervades the chemotherapy literature. When I 
asked an oncologist at the SABCS about the anthracycline news and 
how it would change his approach to treatment, he told me that he 
would immediately stop using anthracyclines except for patients with 
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advanced cancers. For them, he said, he would want to “shoot from 
both barrels,” even where the specifi c diagnosis did not fall into the 
category of those who were helped by the drug.32

This confl ation of aggression and benefi t refl ects another treatment 
disaster, the use of high-dose chemotherapy (HDC) as a treatment for 
breast cancer. The procedure involved removing up to a quart of the 
patient’s bone marrow before giving an otherwise lethal dose of chemo-
therapy, keeping the patient in isolation to prevent infection, and then 
replacing the marrow. Clearly, it was dangerous—in one Phase II trial, 
ten of the sixty-fi ve patients died in treatment. No one keeps data on 
how many people undergo which treatments, but an estimated 23,000 
to 40,000 women in the United States received the treatment, using 
drugs that had been approved by the FDA for other purposes. The com-
pletion of Phase III trials, delayed because so many people feared being 
put into the placebo arm of the trial, showed it to be of no benefi t over 
standard chemotherapeutic treatments.33 Some physicians believe that 
HDC treatment became popular because of its profi tability. Patients 
also wanted the most aggressive treatment available. Several people 
explained to me that they wanted to know that they had done every-
thing possible so they’d have no regrets on their deathbed. I knew what 
they meant: after all, I had chosen the red death. Aggressive treatment 
offers regret insurance.

As long as patients are understood to be living in a state of emer-
gency, in some sense already dying, then the treatments are always 
already warranted, even when they kill the patients or when the physi-
cians could have known better, sooner, with more carefully designed 
trials. The anthracycline example offers only one of many cases in 
which a too-diverse initial trial population has led to vast treatment 
injury. The formation of such treatment groups may be innocent, acci-
dental, unavoidable, or it may be the result of greed, sloppiness, or 
unexamined protocol. Either way, the human and social costs are not 
separate from the so-called real science of which chemicals are pro-
duced, how treatments are used, and what cancer looks like in the col-
lective of bodies that the treatment affects.

conclusion: vitality effect

“Why wage war?” asks Elaine Scarry in trying to fi gure out the central-
ity of injury in combat. A chess game, she suggests, could settle an inter-
national dispute as well as a war could, if all parties agreed on the 
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terms. Despite the centrality of injury—indeed, of outinjuring—in war, 
she notes the key omission in most accounts. Just think of the Civil War 
dead. No one mentions the infected bayonet wounds in inauguration 
speeches. Acknowledged but justifi ed as a by-product, treatment inju-
ries, like war injuries, are explained away as “something on the road to 
a goal, or something continually folded into itself as in the cost vocabu-
lary, or something extended as a prolongation of some other more 
benign occurrence.”34 In its parallel mission to “outheal,” oncology lit-
erature glosses over injuries through narratives of hope and aggression 
or attributes them to new primary causes (leukemia becomes a stand-
alone disease, rather than a radiation-based injury).35 As in any war, no 
matter the winner, everyone loses something.

Themes of competition and war complement each other so well we 
hardly notice. Yet they disguise several questions. What is the ethical 
difference between treatment injury and cancer injury? How much time 
should elapse between distinctions in diagnosis and the continued use of 
prior categories in new trials? What can we make of the fact that treat-
ments at least as promising as anthracyclines never make it to the Phase 
III trials, which cost so many millions of dollars to run? Where does 
responsibility rest for these injuries and false hopes amid so much profi t?

Many patients do accept the risks of treatment injury over the risks 
of cancer, even when the chances of cancer death are low and those of 
treatment injury are high (though often neither alternative is well under-
stood). In addition, cancer patients have long been used as guinea pigs 
for experimental treatments with radiation and chemical poisons—
sometimes with their consent and sometimes not, sometimes leading to 
effi cacious treatments but usually not, often producing enormous 
wealth for someone else. This history raises questions about dying 
humans as experimental subjects, as natural resources, and as health-
care consumers in a capitalist economy. These questions cannot be 
asked if injuries and profi ts are explained away as side-effects of failed 
but valiant attempts to fi nd a cure.36

I don’t wish to argue that the RCT method has no role or that there 
is some better method out there. But we can trace a process—maybe 
necessary, but not without consequences—of shifting responsibilities: 
away from the stinking failing fl esh of the patient (attitude is so impor-
tant), from patient to doctor (here are yet more treatment options and 
promising trials), from doctor to pharmaceutical fi rms, from pharma to 
research subjects. RCTs present a bumpy route—often taking decades, 
mistaking diagnostic categories and groups, causing patients undue suf-
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fering, and rendering highly debatable results of unclear clinical value. 
In other words, cancer’s default front line offers no clear path toward 
conquest.37

Three hundred years ago, a bite test may not have been the state-of-
the-art method for testing currency, but it could divulge the softer lead 
that lay at the center of a counterfeit gold coin. In like fashion, an 
advantageously positioned nibble can reveal the sometimes shaky con-
jectures that buttress the evidentiary gold standard of cancer treatment.
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As I sat in my cancer group wondering if it would be rude to reach 
across the coffee table for yet another scone clumped with clotted cream 
and strawberry jam, one of the women began talking about egg dona-
tion. In our meetings we take turns speaking about anything that hap-
pens to come up—treatment options, relationships, children, drugs, 
side-effects. That week, an informal tally of our smaller-than-usual 
group revealed that two women had been egg donors and two others 
had taken fertility drugs. Granted, the tiny gathering skewed 100 per-
cent toward those with cancer. But research of any kind starts with an 
open question, and I had always wondered about a potential connec-
tion between the hormonal drugs I had taken in 2000 to enable my 
former partner to have children (I was on the donor side of the room) 
and the cancer that was found four years later.

In Vitro Fertilization (IVF) refers to a process of removing eggs from 
a woman’s ovaries, combining them with sperm, and then implanting 
the resulting embryo into a woman’s body.1 In 1983, a live birth resulted 
by extracting an egg cell from one woman and implanting it into 
another, and the fi rst donation program started in 1987.2 For the donor, 
although the extraction of one egg doesn’t require it, drugs are almost 
always administered to stimulate the production of extra egg cells (also 
referred to as ova or gametes). Hormones also stimulate the uterine 
tissue of the birth mother to encourage an implanted embryo to develop 
into a fetus. Donated eggs account for over a quarter of IVF live births, 
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even though only about 12 percent of IVF procedures use them.3 In 
other words, while donated egg cells account for a mere 3 in every 200 
births in the United States, the practice underpins the very viability of a 
multi-billion dollar industry whose success rates would be too low 
without them.4

Despite (or because of?) the centrality of IVF to the formation of 
American families, my research into the long-term effects of hormone 
drugs on fertile women who have undergone egg extraction was in one 
way straightforward. Quite simply, no one tracks donors to try to 
understand the physical or psychological consequences of donation, 
and in the twenty-year history of artifi cial egg extraction, no one ever 
has.5 No protocol or requirement mandates that clinics contact women 
after egg extraction, and no agency collects data on subsequent health 
issues that a woman may want to report. Therefore, this chapter can’t 
be about proof, or even about uncertainty, which would imply that data 
have been collected and their relevance debated. Easy research makes 
for a diffi cult project. In the absence of data, all I can do is examine the 
array of reasons for, and deployment of, proof’s opposite: ignorance 
about the health consequences of donorship.

The IVF industry portrays the procedure as generally successful and 
extremely safe. IVF advertisements peddling motherhood portray 
sweetly swaddled babies, and the IVF clinic welcomes would-be 
patients with pastel-pink-and-blue walls replete with large framed pic-
tures of chubby little hands and feet (quite different from the scream-
ing-bloody-murder babies used to advertise condoms). When I fi rst 
considered donating my eggs to my partner, I asked Dr. Yuzpe at the 
Genesis Fertility Clinic in Vancouver about the risks of cancer from 
donation. He brushed my concerns aside with a smile: “It’s worth the 
risk,” he said as he walked away. He didn’t tell me that six years 
prior, given the dearth of research, the Canadian government had rec-
ommended that women not undergo egg extraction for the benefi t of 
another.6 He defi nitely did not tell me about a generally demonstrated 
association between hormone drugs and cancer, nor that the drugs I 
would be taking had been approved for uses other than fertility treat-
ments and were being used “off-label.” He didn’t tell me that long-
term follow-up on egg donors had never been done. I vaguely won-
dered how donating an egg would be worth any risk whatsoever, but 
since he’d walked away, I had no opportunity to ask further ques-
tions. Still, I silently reasoned, surely a doctor would tell me of any 
risks. It felt cool to be able to do something for someone who wanted 
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a child so desperately. The physical discomfort I anticipated seemed 
relatively minor.

The last thing I want to believe as I nibbled my scone was that the 
process that resulted in two amazing kids also led to cancer (though no 
one would want to think that for unamazing kids either). However, the 
lack of research puts everyone in a bind; without data, anecdotes and 
assumptions drive the conversation, and any position one can take on the 
issue becomes a personal one. Any of the players here might be dismissed 
as having too much at stake in the issue: perhaps one has an ax to grind 
with doctors, with medicine, with progress, or with children. Perhaps 
doctors or would-be parents don’t want to consider that they may be 
agents within a cancer-causing industry. In any case, it’s an unpopular 
move to seem to impugn the Child and people’s desire for one. The lack 
of data on the hormones used in IVF as they relate to cancer creates igno-
rance and confusion. It is frustrating having to wonder at all, let alone 
have that wondering dismissed as if it were a simplistic search for a blame, 
when actually the situation could not be more complex.

The time lag and the inability to relate most cancers to a specifi c cause 
have led in some cases to endless debate about carcinogens, while in oth-
ers the question of cause remains effectively unnoticed. The hormones 
used in IVF fall into the latter category, even though IVF hormones have 
been shown in not dissimilar circumstances, such as hormone replace-
ment therapy (HRT), to cause cancer. The high stakes for young women 
and for the practice of medicine mar the issue even further. Until the last 
couple of years, virtually no research has focused on young adult can-
cers. Yet one in forty-nine women under the age of thirty-nine is diag-
nosed with an invasive cancer. Unlike for children and for older adults, 
survival rates for young adults have not improved. Given the inability of 
the medical system to access young adults (due to the often limited insur-
ance coverage), diagnose this group (due to the belief that cancer is a 
disease of older folks), and treat them (given poor understanding of their 
cancers), even a small possibility of a medical procedure causing cancer 
in this demographic seems like a good moment to pause.7 The dicey 
medical experiment of giving fertility hormones to the young, fertile 
women who are recruited to donate lays bare some of the mechanisms 
by which cancer remains shrouded in mystery.

The relationship between the hormones used in IVF and cancer 
would seem to be an obvious area of research. Hormones have been 
used in medicine and agriculture in the United States since the 1930s for 
everything from fattening livestock to stunting the growth of girls at 
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risk of becoming offputtingly tall, from attempting (without success) to 
prevent miscarriages, to trying to reduce the effects of aging in women. 
The history of synthetic hormones includes the purposeful withholding 
of the correlations between hormone use and cancer by physicians when 
giving drugs to women in the 1960s so they would not worry.8 Still, 
estrogen and progesterone, considered to be the core, natural “messen-
gers of femininity and masculinity,” have been the most widely used 
drugs in the history of medicine.9

Each live birth requires, on average, four IVF attempts. Each attempt 
(or cycle) requires several weeks of hormone use for either one woman 
or, in the case of donor eggs, two women. In the United States, clinics 
administer about 120,000 IVF cycles annually (no central agency col-
lects data, so numbers are estimates). Despite the immense diffi culty 
and expense of creating embryos, each year approximately 40,000 are 
discarded in the United States because people either do not want to keep 
them, do not want to pay for freezing them, or decline to donate them 
to other potential parents.10

Several commentators point out that the lack of long-term health 
data means that IVF remains experimental and thus precludes the pos-
sibility of informed consent.11 Clinics and spokespeople uniformly com-
municate the lack of health data on egg donation and hormone use as 
evidence that no risk exists. For example, a 2012 study found that the 
risk of breast cancer for those who take hormonal drugs for IVF at a 
young age (precisely the demographic targeted by egg recruiters) actu-
ally increased by 59 percent after sixteen years—when most were still 
under forty.12 A Reuters report on this study cited the American Society 
for Reproductive Medicine (or ASRM, a self-proclaimed interdisciplin-
ary group of fertility experts that represents IVF clinics) as claiming that 
this should reassure women, since IVF overall is “not associated with an 
increased risk for development of . . . cancer.”13 As a result of this infor-
mational quagmire and the ongoing misrepresentation of data, many 
prospective clients and donors, as well as potential regulators, falsely 
assume that the hormonal drugs used in IVF procedures have been 
assessed by the Food and Drug Administration (FDA) for their safety in 
egg extraction.14 I, too, made that assumption.

At fi rst, the IVF story seems to follow the simple plotline of a profi t-
able business in need of an extractive resource (in this case, eggs). To be 
sure, this oversimplifi cation is not entirely wrong. Studies have shown 
that many clinics do not follow even the few unenforceable guidelines 
laid out by the ASRM.15 In one of the very few instances in which the 
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FDA has been involved with IVF, it recommended against (but did not 
disallow) the use of a cell line created from African green monkey kid-
ney epithelial cells that had been used to culture human embryos. The 
FDA warned that this xenotransplantation could result in cross-species 
infection of the sort that is believed to have caused HIV/AIDS.16

I needn’t argue here that the data should be collected. That’s obvious: 
they should. One doesn’t need proof of danger, a personal history of 
cancer, or IVF-conceived offspring to know that such a lack of knowl-
edge and research constitutes rotten business practice, let alone medical 
practice. The very lack of collected data on hormones and egg extraction 
seems to suggest that the data are still out there to be collected and that 
if a registry were set up, in thirty or forty years we would know any 
dangers. Then again, if I had been given a consent form asking whether 
the clinic could track me to see if there were long-term consequences—
thus suggesting that they didn’t already know—I would have dropped 
the whole idea. I didn’t want to be a guinea pig. They would have been 
out a client and several thousand dollars. They also would have been out 
of seven eggs, four embryos, and two kids: a statistics-raising event with 
good publicity to boot. The very suggestion of a randomized control trial 
would have been enough to dissuade me (as would an honest answer 
from Dr. Yuzpe). The theoretical possibility of data collection doesn’t 
lead to its practical possibility, as the last forty years demonstrates.

The intentional, years-long lack of research on egg extraction offers 
an example of a structured ignorance about cancer, its causes, and its 
acceptability, another stroke in the broader picture of cancer’s every-
where- and nowhereness. The same combination of fear, power, and 
profi t that underwrites so many aspects of cancer is present in the per-
petuation of unknowing, the consequences of not knowing, and the 
cultural acceptance of ignorance around IVF. Given women’s histori-
cally limited access to reproductive freedom, IVF epitomizes medical 
progress in theory. But women’s rights and choices take place in a con-
text that includes not only women’s access to careers (and deferral of 
child-bearing), but also contemporary ideas about children, notions of 
health and its relation to the production of the Ideal Family, and the 
forces of private medicine.

be all you can be

Despite the fertility industry’s ubiquitous ruddy-baby advertising, it is 
neither easy nor inexpensive to produce a baby. Fewer than 30 percent 
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of IVF procedures result in a live birth, a statistic just large enough to 
prompt would-be parents to spend between $12,000 and $20,000 or 
more per cycle, often multiple times.17 Contingent on age, success rates 
that hover at 40 percent for women under thirty-fi ve plunge to about 10 
percent for women over forty-two. However, if older women use an 
oocyte from a markedly younger woman, the chances of a live birth 
leap to just over 50 percent.18

Egg recruiters, sometimes as discrete agencies and sometimes as part 
of IVF clinics, represent the egg extraction process in various ways in 
their attempts to encourage young fertile women to undergo the proce-
dure. One broker, for example, invites women to consider selling oocytes 
because Egg Donation, Inc., is “Where Dreams Come True.”19 Another 
program plays the gamete market as if it were recruiting models, calling 
itself “the Agency for Superdonors, known for representing the bright-
est, most beautiful and accomplished donors in the country.”20 This 
agency encourages young women to think of the process as giving a gift, 
telling women that “egg donation is possible through . . . the beauty of 
the human heart. Without angels like you, loving couples who are strug-
gling to have a child would have little hope.” One previous Donor Angel 
testifi es to the pleasures of giving the “gift of life to a deserving couple.”

These recruiting themes refl ect dual psychological tactics: on the one 
hand—as in the promotional material of a company known as the Donor 
Source—young women are invited to help further the great march of 
humanitarian scientifi c progress, while on the other, websites uphold a con-
servative model of procreation reiterating that the donations are for cou-
ples. These sites use language that represents egg retrieval as itself a “medi-
cal procedure,” drugs as “medications,” and the doctor as “your physician.” 
The Donor Source emphasizes, too, the importance of the potential donor’s 
kindly nature, noting that “the journey of donation involves . . . most of all, 
willingness to help a couple struggling with infertility to realize their dream 
of a child.”21 The tone of recruitment blends scientifi c euphemism with 
moral superiority to conjure an irresistible call to participate.

Anthropologist Gaylene Becker interviewed one man who was going 
through photographs of women in inviting poses in order to select eggs 
for transplant. He said, “With the pictures, you start looking at them as 
people, and that made it more diffi cult. I found myself thinking, ‘This is 
a really nice looking woman.’ Then I felt like, ‘What do I care? I’m not 
calling her up on a date!’ But it was distracting from the birth data, from 
the genetic factors.”22 His dilemma is understandable: After all, the peo-
ple selecting eggs and sperm are partaking in a highly intimate process, 
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one that in the case of 98.3 percent of births results from a sexual encoun-
ter.23 The precedent and cultural expectations for fl irting, dating, and 
mate selection simply do not exist for gamete selection. As this man expe-
rienced, the selection of a donor inhabits an odd space ghosted with val-
ues and codes from a different set of practices. Gamete consumers half 
cruise, half mail-order their way through quasi-understood reproductive 
science.24 Another ambiguity pervades the process of gamete selection: 
although the buyers purchase sperm more or less as a commodity on the 
free market, no regulations insist that clinics test the donors or the col-
lected sperm for genetic fl aws. In this hors la loi frontier, it’s buyer beware 
all the way. But of what?

The recruitment sites actively palliate another unspoken anxiety about 
donation: the third parent. After the announcement that Dolly the sheep 
was cloned from three sheep ova in 1996, President Clinton withdrew 
federal funds for human cloning and called on private companies to do 
the same. The creation of a cloned sheep created much uproar, yet the 
similar processes involved in egg donation have barely been discussed. 
One reason may be that the cloning of Dolly required three egg cells, 
represented by sheep scientists and the press as “three mothers.” Using 
sheep terms, a child produced with a donor egg cell has, in a way, three 
parents (two genetic donors and a birth mother). If we used to disparage 
a child with only one obvious parent by calling her a bastard, how might 
we legitimate a child with three? The translation from sheep to human 
reproduction seems to require wrapping the third “parent” in a ribbon of 
discretion and topping him or her with a gift card labeled “donation.”25

The Pacifi c Fertility Center’s ads target the serious crowd: gorgeous 
young women in graduation caps or thoughtfully posed with pencil in 
hand. The center’s booklet offers nourishing imagery (fi g. 14), while its 
website magically turns a frightening and intrusive event (making one’s 
way to an offi ce, sitting in a waiting room, dealing with strangers, being 
poked and prodded, giving self-injections, having numerous blood tests) 
into one that “many of our egg donors say . . . has been one of their 
most rewarding experiences.”26 It is almost impossible to believe that 
the carefully choreographed ads use actual testimonials, so perfectly do 
they address every possible hesitation a young woman might have. 
While one plucky testimonial claims, “It’s such a neat feeling to know I 
have helped to give new hope to a childless couple,” another implies 
that she gets to give something away at no cost to her, since “all those 
eggs would be wasted anyway.” If a potential donor were concerned 
about the drugs, worry no more: “It was exciting to see my body 
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respond to the treatments as I daily got closer to giving my recipient the 
opportunity to bring a new life into the world.”27

The donor who has chosen not to have children of her own pro-
vides a further insight. She found that the process gave her the exis-
tential benefi ts of actual children: “Since there are now three children 
in this world with my genetic endowments, I no longer have to feel 
that I have not participated in the greater meaning of life. . . . A little 
bit of my family heritage and myself will be passed on through them. 
This pleases me greatly. I also derive a great deal of pleasure thinking 
about the endless possibilities for their futures.” It makes one wonder 
what social injunctions led this woman to feel that if she chooses not 
to procreate, she has not participated in “the greater meaning of life” 
and whether such loaded cultural judgment might be at issue for 
other IVF donors.

In another testimonial, aimed at young women who might feel guilty 
about cashing in, a donor offers a sympathetic spin, since she, too, was 

figure 14. San Francisco’s Pacifi c Fertility Center illustrates its 2012 
informational pamphlet for its Egg Donor Agency with this image of 
manicured farmgirl hands proffering wholesome and presumably fertile eggs.
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in it for the money until she spoke to an infertile couple. “After hearing 
their story, I knew that I needed to do something besides ‘making some 
money.’ ” For another, “It was being a part of making a family’s dream 
of parenting come true that was truly an honor.” And the website’s fi nal 
pithy words of wisdom: “Don’t give up this once-in-a-lifetime opportu-
nity to truly make a difference in someone’s life. The gift is immeasur-
able and the reward everlasting!” A cynical reader might well wonder if 
she were being exhorted to purchase a boxed set of Barry Manilow 
records or a pig for a Cambodian village.

In sharp contrast to the media representations of “welfare moms,” who 
presumably should not have children at all, let alone support for those 
children through entitlement programs, egg-donation ads portray infertile 
couples as loving, deserving, struggling, and dreaming, a rhetoric that jux-
taposes these victims of tragic infertility with hazy-edged photos of laugh-
ing babies and children. The noble and innocent goal of wanting a child 
tints the whole IVF infrastructure as similarly unimpeachable. Through 
alchemy, say these ads, we all can participate in the miracle of life.

Loosely extrapolating from the time involved for sperm donation, 
the American Society for Reproductive Medicine, in a report titled 
“Financial Compensation of Oocyte Donors,” suggests that eggs should 
be priced at around $5,000. The price should not be so high that 
“women will discount the physical and emotional risks of oocyte dona-
tion out of eagerness to address their fi nancial situations or their infer-
tility problems.”28 The organization’s concern implies that the physical 
and emotional risks are known and can be measured (and hence dis-
counted), while this very group has consistently opposed tracking 
women after they’ve donated.29

Soft-focus nostalgia blurs a not so warm-and-fuzzy fact: the word 
donor actively misrepresents the exchanges at play in the gamete mar-
ket. Of all the ethical and practical considerations attending egg extrac-
tion, the most vibrant ones fi zz around the issues of reimbursement and 
payment, as we fret over the commodifi cation of human life. Donor-
payment structure refl ects real-world salary distribution: Harvard 
donors make more than women from the University of Kentucky; 
straight-A students make more than C-average students. A recent report 
found that the price scale advertised for eggs correlated nearly exactly 
with SAT scores. To the young people who are the most coveted donors, 
even a small amount of cash can be a large motivator.

The label donor could more accurately be substituted with “person 
undergoing extraction,” “seller,” or “genetic parent.” In addition to 
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evading the fi nancial issue, the euphemism donor bolsters the norma-
tive, heterosexual, nuclear economic unit of reproduction—ironically, 
given that the actual practice of IVF expands single people’s and same-
sex couples’ ability to have children. The money doesn’t discriminate; a 
cheap egg supply works for nearly everyone.

The following statement by an ethicist illustrates the typical divide 
between intent and commodifi cation: “When people want to [provide an 
egg] for altruistic reasons, it’s a wonderful gift. . . . When donation 
becomes commercialized, it raises all sorts of deep, philosophical ques-
tions about using humans as a means to an end.”30 The assertion suggests 
that altruistic intent in itself defers the “deep, philosophical issues,” which 
surely range from coercion to eugenics, that a purely commercial venture 
might raise. This false distinction between gifting and commerce, common 
also in organ exchange debates, confuses a critical point. Even when the 
gamete is freely given, doctors, nurses, moneylenders, accountants, phar-
maceutical companies, lawyers, and many others profi t from commercial-
ized, for-profi t IVF.31 Donation is anything but a “wonderful gift,” regard-
less of a donor’s intent and even if the donor herself never sees a penny, 
because it takes place within an already commercialized ethos.

Anonymity has also been used to assuage anxiety about both the 
Three Parent problem and the baby-exchange market. Many potential 
egg recipients insist on anonymity. Some others—recruiters, physicians, 
recipients, even donors themselves—also prefer donor anonymity. 
When the United Kingdom banned anonymous donation, donation 
rates in that country decreased by 25 percent. Anonymity is the primary 
reason the industry gives for not wanting long-term follow-up on 
donors, despite the fact that critical genetic information about the donor 
will not be accessible to the children. To properly track people over 
time, you have to know who they are.

The private, often anonymous nature of donorship can be both 
socially and medically isolating. Like many other donors, I didn’t want 
to tell anyone about my plans (it’s all so awkward to discuss at Christ-
mas parties), and the family physician I saw for my required physical 
was not a reproductive medicine expert. There simply weren’t options 
for getting second and third opinions, even from friends and family, 
on the physical or psychological aspects of what turned out to be a life-
altering decision. Anonymity also leaves people exceptionally vulnera-
ble in medical emergencies. One college student suffered a severe stroke 
in reaction to Lupron. Since her parents hadn’t known that she was 
undergoing the extraction procedure, they were called in only after she 
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was in the emergency room.32 Medical settings often require full disclo-
sure to ensure proper diagnosis or treatments, especially in emergencies, 
and secrecy or unease around medical history heightens risk.

Every once in a while I wonder why I didn’t do the research myself, 
why I accepted Dr. Yuzpe’s casual brushoff. Independent research is easy 
to do in the age of the internet, but in 2000 it was more diffi cult. Certainly 
email existed, but no cell phones unless you wanted to forgo the entire 
trunk of your car. My research that year, on cigarettes and car crashes, 
required me to look in old periodical indexes. Rather than simply entering 
search terms into a digital database, scholars back then still visited archives 
to round up imagery and documentation. Still, it would not have been so 
terribly diffi cult to fi nd the harbingers of danger that had appeared by that 
time. My English professor friend reminds me fondly, “You were a pio-
neer,” followed by, “and we all know what happened to the pioneers.”

At that time, I had never been in the medical system aside from the 
odd physical exam, nor had anyone in my family been seriously ill. In 
my family myth, we came from strong stock. Because good health is 
required of donors, those considering selling or donating eggs have typ-
ically not had to deal with or understand the health system before, nor 
have they developed the skills to successfully negotiate the multiple 
demands of being a patient. At the time I embarked on the project, I 
thought of giving over an egg or two (or seven) as the equivalent of 
handing over some sperm—with injections in the place of magazines. In 
that trust—or naïveté—I was the perfect candidate.

In short, the system discourages young women with little or no med-
ical experience from thinking too much about fair and legitimate pay-
ment, encourages them toward secrecy even at their own physical peril, 
and requires them to take untested drugs without any warnings of the 
decades-long history linking hormones to cancer. Often clinics under-
play even the acknowledged health risks.33 The industry represents all 
this as part of an innocent process in the higher service of the Family (or 
more accurately, specifi c Families). If Pacifi c Fertility had requested a 
blurb from me for their recruitment website, I would have written: “It’s 
like signing that BMW in the showroom. Something seems fi shy.”

more is better

In 1978, British physicians announced the birth of the fi rst test tube 
baby. Louise Brown’s mother did not take fertility drugs, nor was she 
aware at the time of the procedure that IVF had not yet yielded a live 
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birth. In this instance, the doctors removed the single egg produced in an 
ovulation cycle, fertilized it in a lab, and implanted it back into her 
uterus.34 In the 1980s, doctors began injecting hormones to artifi cially 
increase the number of eggs produced in one cycle, enabling them to 
implant more than one egg at a time and thus increase the chance of 
pregnancy (as well as the chance of twins and triplets). Multiple egg 
harvesting also enabled the freezing of embryos, making possible several 
pregnancies from one round of superovulation. The number of women 
over thirty-fi ve having children has increased twelvefold since 1970.

Central to the functioning of the endocrine system, hormones control 
growth, mood, and the messaging required for reproductive cycles. In 
the fi rst phase of egg extraction, called hyperstimulation, doctors seri-
ally administer three potent hormonal drugs to encourage the develop-
ment of extra eggs. The brain processes these synthetic hormones as if 
they had been produced by one’s own body to magnify aspects of the 
reproductive cycle.

First, a gonadotropin-releasing hormone agonist (GnRHa, a.k.a. 
luteinizing hormone-releasing hormone, or LHRH) is self-administered 
daily for one to two weeks (yes, you give yourself a needle!). This blocks 
pituitary function and creates a temporary menopause that enables the 
physician to sync the donor’s ovulation with that of the woman who 
will receive the embryo.35 Lupron, a drug initially approved for the pal-
liative care of prostate cancer, is currently the most popular of the 
GnRHa’s, despite an ongoing criminal investigation into its fraudulent 
marketing, the falsifi cation of data, numerous settlements for price fi x-
ing, and fi ndings of signifi cant and damaging irreversible effects.36

Second, gonadotropin is injected with Gonal-f, Perganol, or Clomid. 
Normally used to promote fertility in women who have a defi ciency of 
the hormone, the overdose of gonadotropin in fertile women triggers 
the ovary via the pituitary to develop several egg-containing follicles. A 
third injection, this time of human chorionic gonadotropin, forces an 
extreme ovulation with the goal of producing several eggs at one time. 
By now you’ve swollen up and are doing your best not to get body-
checked on the ice hockey rink.

Beyond these basic functions, the precise mechanisms of these drugs 
remain largely unknown. One of the main stumbling blocks for both 
studying and regulating hormone use is the fact that these notably fi n-
icky drugs can have opposing effects at low and high doses: low doses 
of Lupron, for example, “result in the ovaries producing estrogen or the 
testes producing testosterone; only after reaching a high dose is the 
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drug’s desired effect, inhibition of estrogen or testosterone production, 
achieved.”37 As a result, hypothesizing the effects based on assumptions 
about larger or smaller doses working in a linear, rather than opposing, 
way have missed the mark. Scientists’ use of experimental animals that 
have greater or less susceptibility to hormones than humans also skews 
results.38

The Scottish surgeon George Beatson researched hormones and repro-
ductive cancers in the 1890s.39 His discovery that cancers contain hor-
mone receptors that feed on the hormones either produced by the body or 
taken in by the body exogenously lay behind a whole series of twentieth-
century treatments meant to “starve” reproductive cancers, including 
hysterectomy, removal of the pituitary gland, and ovarian ablation.

Despite the temptation to think of these hormones as safe because 
bodies already produce them, the contemporary use of synthetic hor-
mones in no way augments a natural ovulation process. As is true with 
most supplements, including vitamins, just because a body produces a 
substance does not make it safe. A more “natural” state for women of 
reproductive age may well be that of constant pregnancy. In fact, the 
very idea of monthly menstruation is only about fi fteen decades old, so 
in a way the cycles that synthetic hormones adjust and modify are rem-
nants of the industrial revolution itself. Not giving birth is a known risk 
for breast and ovarian cancer, since the hormones released during ovu-
lation overload the hormone receptors in those tissues. Pregnancy gives 
a break of nine months per child to these overloads, and over the course 
of two to four decades, the breaks add up. In other words, without the 
hormone vacations that pregnancy brings, the overloaded hormone 
receptors can create malignancies.40 Most pregnant women don’t think 
of their pregnancy as a holiday from anything except possibly tampons 
and taking out the garbage, but the link is clear.

The tie between hormones and hormone receptors also supports the 
recent fi nding that estrogen and progesterone hormone replacement 
therapy (HRT) signifi cantly increases the risk of cancer and heart dis-
ease.41 Many experts attribute the recent small decline in breast cancer 
mortality (from 178 per 100,000 in 1998 to 160 per 100,000 in 2008) 
to the decline in the use of HRT by postmenopausal women.42

Drug companies promoted HRT for decades for reducing hot fl ashes, 
weight gain, and heart disease and as a cure-all for the decreases in skin 
tone, muscle mass, bone density, and memory that come with aging, 
without any evidence that HRT could in fact fulfi ll such promises 
(fi g. 15). In 2010, fi fty years after the introduction of HRT treatments, 
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figure 15. Hormone replacement therapy advertisement, circa 1960, suggesting that 
menopause will turn a woman into a nightie-clad lunatic who will strain the patience 
of her calm, professional husband. Proposing its own wet dream, the pharmaceutical 
company claims that “Premarin has the intrinsic ability to impart a sense of well-being” 
and should be used to “treat all women” (italics mine).

enough convincing evidence was found against Pfi zer (the company that 
in 2009 purchased Wyeth, producer of the Prempro hormone replace-
ment pill) that juries awarded millions of dollars in punitive damages to 
plaintiffs, indicating reckless disregard for women’s health in selling the 
drug without warnings or adequate study. Since then, more than nine 
thousand other women with cancer have sued Pfi zer.43 Some plaintiffs 
who alleged their cancers were caused by HRT showed that Wyeth 
knew the dangers of hormone replacement therapy well before the 
Women’s Health Initiative found that it caused increased rates of can-
cer, stroke, and other health problems; in other cases, however, Pfi zer 
has successfully argued that cancer has many causes and therefore 
couldn’t be traced specifi cally to its products.

HRT is one strand in a complex story of the way synthetic hormones 
have been falsely marketed as natural substances. It also illustrates how 
easily we assume that data are being collected and regulation is taking 
place as drugs become increasingly common. In fact, the opposite is 
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often true. The creeping normalcy of certain procedures and drugs in the 
medical fi eld still renders invisible whole swaths of questions about drug 
safety. In another example of the ill-fated twentieth-century use of hor-
mone therapies, physicians prescribed DES (diethylstilbestrol) to women 
for several seemingly confl icting reasons: to prevent miscarriages, sup-
press milk production, and, in the 1950s and ’60s, as a morning-after 
contraceptive (fi g. 16). Historian Susan Bell found evidence from the 
1940s citing reasons that DES would be harmful to pregnant women. 
Only decades later did the true injury become evident: the children of 
those who took DES had high rates of cancer.44 Only the rarity of the 
cancer types triggered further investigation; had the DES-exposed babies 
suffered from common forms of cancer, the correlation would almost 
certainly never have been made and these cancers would have been sim-
ply absorbed into the statistics.45

Oncologist Siddhartha Mukherjee notes that doctors have known 
since the 1960s that the estrogen and progesterone in HRT treatments 
act as pathological activators of breast cancer. He writes, “A more inte-
grated approach to cancer prevention, incorporating the prior insights 
of cancer biology, might have predicted this cancer-inducing activity 
. . . and potentially saved the lives of thousands of women.”46 Despite 

figure 16. Advertisement for DES, circa 1957—“Recommended 
for routine prophylaxis in ALL pregnancies.” (Courtesy of DES 
Action USA, www.desaction.org)

www.desaction.org
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this overall critique, Mukherjee doesn’t press this observation to note 
any of the current medical, military, and industrial practices that would 
benefi t from the integrated approach he advocates. Somehow the 
amount of time it takes cancer to present, so long after the possible trig-
gering exposure, tricks us into a collective forgetting that sees us, each 
time for a new reason, continuing to use demonstrably dangerous drugs 
with nearly identical molecular form and biochemical effects.

The market for ova offers a nearly perfect example of the impossibility 
of enforcing, or even encouraging, better organization of the fi elds of can-
cer biology, drug marketing, and medical (or medical-like) protocols. As I 
mentioned in chapter 4, an injured patient cannot bring a legal suit for 
what the whole practice of medicine “should” or could have known, 
though she can sometimes bring a lawsuit against a drug manufacturer, 
asserting that it should have known or disclosed the dangers of a particu-
lar drug. As with any critique of large institutions, a delicate balance of 
power, money, class, and infl uence affects who gets to speak and who gets 
heard. The IVF industry offers a fi nancial mainstay to many hospitals and 
clinics. And big money nearly always brings multiple confl icts of interest.

terminated discussion

Anxiety about the relationships among birth control, IVF, family for-
mation, and abortion has itself aborted the discussion about the status 
of embryos and fetuses. A full discussion of this mix would take entire 
libraries to address, but noting the peculiar alliances amid these inter-
ests reveals the complicated vectors of silence around IVF.47

By coincidence, the earliest attempts at IVF took place in New York 
and the United Kingdom in the explosive aftermath of the 1973 U.S. 
Supreme Court decision on abortion. In Roe v. Wade, the court bal-
anced the government’s two competing interests in protecting a moth-
er’s health and also in protecting a potential human life. Based on the 
Ninth Amendment’s right to privacy, the court ruled that a woman can 
terminate an early pregnancy “in harmony with her own beliefs on the 
mystery of life,” while states maintain the authority to limit abortions 
as fetuses become viable later in a pregnancy. Lawyers continued to 
debate the legal logic of the justices’ arguments as IVF joined the miasma 
of discussion on how concepts of rights would relate to the many poten-
tial players in the reproductive process.

Many interests lead away from having the discussion at all. 
Pro-choicers worry that regulating IVF based on concern for future 
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children’s health would lead down a slippery slope by setting a precedent 
for valuing a fetus’s right to life over a woman’s right to reproductive 
choice: the issue at the very core of abortion debates. In this view, any 
public debate on IVF practices would reopen uneasy questions around 
abortion. Logically, if regulation of embryo implantation implies that 
embryos have a right to life, this right would also apply to abortion, 
which should then be banned. By this argument, pro-choice logic leads 
to a silently unregulated, yet potentially dangerous, practice. Similarly, a 
consistent pro-life position requires either that no freezing or destruction 
of embryos—a seemingly unavoidable aspect of IVF—take place.

Given the potential implications, perhaps the hush code over the 
three decades of IVF isn’t surprising. The industry and the people who 
undergo the procedures have interests in this silence, and they wield 
considerable economic power. The average birth mother undergoing 
IVF is white, married, in the top 10 percent income bracket, educated, 
thirty-six years old, undertaking a highly visible, acceptable, and widely 
advertised procedure.48 The gene pool represented by IVF participants 
is at face value one a nation would want to reproduce. (It doesn’t take 
long probing cancer’s underbelly to note the metastasis of some dis-
eased social assumptions.)

A unique American politics of reproductive health offers one geneal-
ogy of IVF. Organ donation offers another. Medical anthropologists 
have written extensively on the unknown long-term health conse-
quences for organ donors and the dicey ethical issues of a medical pro-
cedure which carries much risk and no benefi t. Sharon Kaufman dis-
cusses the multiple pressures imposed by family on younger relatives to 
donate organs within kinship networks.49 This practice puts families in 
the excruciating position of having to risk a younger family member’s 
health as a trade-off against the possibility that an aging parent or rela-
tive may gain a small increase in lifespan. Complicated issues of gifting, 
marketing, caretaking, familial economics, inheritance, gender, and 
interfamilial relationship history play into these heartbreaking decision-
making processes.

IVF clinics sometimes suggest that people ask sisters, relatives, and 
even friends and students for donations without suggesting safer alter-
natives. Alternatives include procedures, shown to be equally success-
ful, that use fewer hormones or involve the extraction of the usual one 
egg cell produced each month.50 These known-donor stories provide 
some of the most painful ones, because if the donor suffers from bad 
health afterward, nobody knows if it is related to the procedure. Price-
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fi xing the gametes to make them seem more giftlike does not change the 
basic endangerment of actual kinship networks in the name of potential 
future ones.

The FDA regulates oocytes not as organs but as human tissue, 
encouraging the idea that egg cells and embryos are merely clumps of 
cells rather than personally invested objects produced with signifi cant 
effort and technological infrastructure that may one day become peo-
ple. Still, the egg market mimics the organ market in that, typically, 
older people covet the tissues of younger people (age-related fertility 
accounts for some 80 percent of IVF cases).51 In that sense, IVF relies 
on—one might even say, requires—structural inequities among the gen-
erations as well as material differences in the bodies of younger and 
older people.

A recent book aimed at middle school students (yes, children) touted 
egg donation as a way to save for their college expenses.52 (Imagine this 
one shelved between Little House on the Prairie and Watership Down.) 
Ironically, the increasing burden of educational expenses lead some 
women to wait until their mid-thirties and forties to have children, so 
they have time to pay off what they owe for their own education and to 
save for their children’s future debts. All of these decisions take place in 
an economic structure downright unfriendly to the health and educa-
tion of actual, existing children.

The confusion about how, exactly, IVF donorship should be 
envisaged—in the context of reproductive health? as organ dona-
tion? as tissue exchange? as commodity exchange?—has also led to 
confusing ideas about who should pay for it. Fifteen states currently 
require that insurers provide coverage for infertility, despite mixed 
research on whether having children actually improves people’s hap-
piness, life satisfaction, and mental well-being.53 The notion of 
health that underpins the inclusion of IVF in health insurance seems 
to advocate for the notion that reproductive health means choice 
about whether (and when) to reproduce. The current formation of 
families refl ects broader practices and assumptions about desire, 
technology, choice, health, economic stability, and consumption. 
Similar ideas have produced the possibility of IVF, and so it’s virtu-
ally impossible to distinguish them.

The manic language of gifting and donorship muffl es an even more 
serious issue rumbling just below the surface of fertility clinic waiting 
rooms and ultrasound equipment. IVF commodifi es the desire to pro-
duce children in an economy less and less friendly to actual children. 
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The sentimental innocence of children themselves forecloses questions 
about the social and physical costs of how they are produced.

data dump

A recent report offers an illustration of how easily the lack of data can 
be manipulated to sound as though no correlation exists between hor-
mones and cancer. In 2006, the California Institute for Regenerative 
Medicine initiated a $3 billion program to fund stem cell research, in 
which the main source of stem cells would be oocytes extracted from 
young women. Simultaneously, the institute convened a committee 
through the Institute of Medicine and the National Research Council 
(NRC) to examine the risks of oocyte donation. Although it acknowl-
edged that the long-term effects of IVF are completely unknown, the 
committee nevertheless concluded: “The evidence to date . . . does not 
support a relationship between fertility drugs and an increased preva-
lence of breast or ovarian cancer.”54 The report cites a lack of evidence 
as evidence of no danger, rather than acknowledging that no data exist 
on the long-term effects of IVF drugs on young fertile women.

The scant research on fertility hormones and cancer has tracked 
infertile women, both those who became pregnant with IVF and those 
who did not.55 Infertile women represent a completely different popula-
tion than donors. They tend to be ten, twenty, and not uncommonly 
thirty years older, and often have age- or life-related hormonal imbal-
ances related to their infertility that egg donors do not have. Generally, 
the fi rst wave of research found an increase in cancers among those who 
took fertility drugs; this was followed by a wave of research that found 
no signifi cant difference, and a more recent wave that found very sig-
nifi cant differences. Most studies have used small subject numbers with 
short follow-up times to study a narrow range of cancers. To add to the 
diffi culties of studying the effects of IVF on infertile women, the doses 
and types of hormonal drugs frequently change.56

While most studies of fertility drugs have focused on cancers of the 
reproductive organs, both normal and malignant cells in other parts of 
the body have estrogen receptors. For example, some types of estrogen 
have effects on the proliferation of normal and malignant colon cells.

One of the very few longitudinal studies tracking infertile women 
who had ovarian induction treatments found some dire results. Pub-
lished in 2009, this study tracked 15,030 women who had given birth 
in 1974–1976 (before IVF) and found that those who did not get preg-
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nant within twelve months of taking the ovulation-inducing agent 
clomiphene citrate, or Clomid (on which long-term animal studies have 
not been completed), had double the risk of cancer compared to 
untreated women thirty years after the treatment.57 Furthermore, the 
median age at cancer diagnosis was 49.4, signifi cantly under the median 
age of diagnosis for the average population. The results of this study 
may understate the issue, given the more aggressive treatments devel-
oped in the 1980s.

The authors of the study conclude that treatment exposure without 
subsequent pregnancy raises the risk of a variety of cancers, including 
uterine cancer, breast cancer, malignant melanoma, and non-Hodgkin 
lymphoma. This makes sense given the increased risk caused by hor-
monal exposure that is not offset by the “pregnancy break.” The authors 
further point out that the few small trials that have been conducted have 
been inadequate to study cancer incidence. An adequate study of the 
cancer risk from hormone exposure would require a registry of thou-
sands of women, which the reproductive industry has actively opposed 
and which the desire for anonymous donations further complicates. And 
then there’s the money barrier: just who would fund such a study?

Clearly, a defi nitive answer to any association of hormone exposure 
and cancer would require more research, as several small studies sug-
gest. For example, a 1994 study published in the New England Journal 
of Medicine, again of infertile women who took clomiphene citrate for 
more than a year, found that the women had over double the risk of 
developing invasive ovarian tumors compared with the general popula-
tion.58 A 2008 study advised further research on fi nding a connection 
between IVF therapy and breast cancer.59 A 2011 Dutch study, the fi rst 
to add a control group of fertile women, found that fertility treatments 
double the rate of ovarian tumors.60

Given these studies, combined with what we already know about 
hormones and cancer from historical examples such as DES and HRT, 
the connection between hormone exposure and cancer incidence seems 
utterly undeniable. However, consensus in the medical community is 
rare. Debate over the 1994 NEJM article on infertile women and clomi-
phene citrate brewed in the subsequent issue of the journal, demonstrat-
ing the differing opinions among physicians as to what constitutes ade-
quate evidence. Several letters, criticizing methodological details of the 
study, dismissed the correlation out of hand, advocating for the contin-
ued use of the drug even without counterevidence of its safety.61 In con-
trast, another letter cited anecdotal clinical evidence of a threefold 
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increase in invasive ovarian cancer rates for patients who had taken 
fertility drugs, with a control group of 1,100. The authors of that letter 
concluded that, regardless of the control group size or other study 
details, legitimate grounds for concern exist regarding the potentially 
increased risk of ovarian cancer.62

In lieu of large randomized control trials, some medical studies focus 
on case-by-case clinical reports. Two British doctors, K. K. Ahuja and 
E. G. Simons, collected sixty such reports published in U.K. medical lit-
erature between 1992 and 1997 on a variety of fatal and life-threatening 
cancers that followed within a few years of ovarian stimulation.63 The 
authors note the diffi culty in systematically correlating these incidents to 
causation given a variety of factors, including the more potent drugs 
now used, the diffi culty of tracking those who have undergone ovarian 
stimulation, and the requirement of physician interest in making the cor-
relations, writing them up, and publishing them.

Because of the lack of a registry or follow-up, when cases of cancer 
pursuant to fertility treatment turn up at all, they do so most often in 
clinical case reports, blogs, documentaries, and magazine articles, ven-
ues that make the incidents easy to dismiss as individual and anecdotal, 
albeit tragic, cases. Although the lag time of cancer makes it diffi cult to 
attribute cause, single adverse outcomes have in the past occasionally 
led to the discontinued use of experimental drugs.64 Indeed, in the face 
of negligible research or commitment from the medical industry, infor-
mal testimonies in the public sphere may be the only way to turn the 
tide from silence to disclosure.

The Ahuja and Simons report is a key document in this debate. One 
of the cases they reviewed involved the death of a thirty-nine-year-old 
British woman who had undergone oocyte extraction for her sister at the 
age of thirty-three. The patient fi le had been closed as a successful proce-
dure after the birth of a baby girl. Five years later, however, the clinic 
made contact with the mother of the baby girl to inquire whether she 
wanted to continue to keep the embryos she had frozen at the clinic. At 
that point the clinic learned—only incidentally—of the donor’s terminal 
colon cancer and death. (This is exactly the kind of information that 
formal tracking procedures would bring to light.) Upon researching that 
case and others, Ahuja and Simons concluded that these cases of cancer 
following egg extraction should not be discounted as insignifi cant, and 
that “empirical fi ndings about the actual experiences of parents and 
children in families created by assisted conception should form the 
basis of future policy, rather than uninformed opinion.”65 Ahuja has 
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since become an active proponent of compulsory embryo donation, a 
program adopted by several European countries that avails unwanted 
embryos to would-be parents, thus reducing the need for new rounds of 
fertility treatments.

Even one of the studies most often cited as evidence of no increased 
cancer risk with IVF concludes that “given the recent marketing of fertil-
ity drugs and the fact that exposed women are only beginning to reach 
the cancer age range, further follow-up is necessary.”66 The author of 
this study, Dr. Louise Brinton, discussed with me the virtual impossibil-
ity of tracking egg donors to fi nd out the long-term risks. With no central 
registry, making the necessary correlations would require intricate meth-
ods, including fi nding the addresses of donors, fi guring out names 
changed after marriage, and so on. Such a study would cost millions of 
dollars, though that would be a relatively small fraction of industry prof-
its.67 Even if a study or registry were to start now, it would take thirty to 
forty years to collect adequate data, by which time the drugs will surely 
have changed. Tracking data using population aggregates, as has been 
done to track the effi cacy of population-wide cancer screening, will not 
work, given the low numbers of donors compared to the variation in 
potentially resulting cancers, spread among at least four or fi ve types.

Until the correlations gain more research traction, we are stuck in 
our cancer meetings eating scones, hoping that future families will have 
more palatable fertility options. Then again, if hope is our strongest 
weapon against cancer, the party is over.

conclusion: waiting

A fl urry of assumptions accumulate under the awning of reproduction: 
the idea that reproduction is a natural and healthy social and medical 
right, that science can help the process along, that the doctors who per-
form the procedure work primarily in the interests of health rather than 
out of intellectual curiosity or for fi nancial gain, that egg cells should be 
free or cheap, that hormones do not pose hazards, and that unborn 
children will not have certain rights (to know their genetic parents, to 
not be put at risk for prematurity or other health risks).

This cluster of contradictory ideas can sometimes crowd out the 
active debate about each of these complex points in addition to an 
astonishing fact: neither clinics nor government in the United States 
track the main players in IVF—the genetic parents, the birth parents, or 
even the babies. Though couched in terms of the well-being of families, 
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IVF really is a barely regulated billion-dollar market. Unlike any com-
parable commodities-based system (the stock market, futures, meat 
production), this one exists without the usual legal or regulatory protec-
tions against injury or expected guarantees of the product’s or con-
tract’s quality. Very few plaintiffs sue for egregious errors involving 
IVF; people fi nd it galling to sue for a poorly designed product when 
that product is your baby.

These details of IVF, embodying the spectacular promise of science 
and technology and the extremes of marketing and profi t-based medi-
cine, make IVF a perfect contemporary case study for understanding the 
way cancer slips through virtually every means we have of making inju-
ries visible, tracking them, compensating for them, and easing the sub-
stantial burden of future injuries. It also offers a diagnosis of how we 
have confi gured notions of choice, children, and health.

Aside from the posters of chubby baby knees and unblemished young 
mothers, the IVF clinic was not so very different from some of the can-
cer clinics I later haunted: same colors, same magazines, same distract-
ing Muzak in the waiting room, the same brand of feminized sentimen-
tality that sometimes keeps the queers away. (Though to be sure, I had 
my share of industrial, train station–like cancer clinics, too.)

Was it the fi rst IVF waiting room experience that led me directly to the 
Us magazines at the cancer center? An untimely mushrooming of interests, 
from reproductive rights to free market healthcare and pro-procreation, 
maintains the impossibility of answering that question. Sniffi ng out the 
elements that have collaborated to maintain ignorance about the health 
consequences of donorship requires the painful recognition of the dearth 
in knowledge that may well enable the continuation of the practice. The 
outline of the blank space offers no more than a chalked-out remem-
brance, like those body-sized elegies that appear on the sidewalk each 
August 6 in rememberance of those who evaporated after an American 
pilot in a plane he named after his mother hastened away from Little Boy, 
the bomb that drifted gently down toward Hiroshima.

Postcancer, the dissonances gain a strange clarity. But before one 
lives in prognosis, before ruminating about the correlations and guess-
ing about the intentions, the stakes somehow seem lower. All kinds 
of actions, even ones that in hindsight seem suspect (if not outright 
lunatic)—such as testing nuclear bombs in the American Southwest or 
giving hormones to perfectly healthy young women—can from a certain 
vantage point be made to seem as if they were the most normal thing in 
the world. Trust me.
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Grab your wellies: at least one guidebook recommends the large 
intestine as a pleasant, if mucky, place for an afternoon stroll. The 
Prevent Cancer Foundation’s “Prevent Cancer Super ColonTM,” an 
eight-foot-high, twenty-foot-long replica of the human colon, slinks 
around the country with this inviting offer, while reducing the indig-
nity of cancer symptoms by making the colon our friend. The Super 
Colon campaign aims to reduce the number of people who literally 
die of embarrassment, too ashamed to speak of the symptoms of 
“below the waist” cancers.1 Another awkward one, testicular cancer, 
remains the largest cancer killer of guys between the ages of fourteen 
and thirty-four even though treatment can be very successful. Testic-
ular detection ads focus on loving one’s body, on the acceptability 
of touching one’s privates (junk, jewels, nuts and bolts, whatever; 
fi g. 17).

Bodies are mortifying. Then again, visits with the doctor, often a 
stranger, require etiquette, and one might be in a position of requiring 
moves that might give even a lover pause. Early detection campaigns 
aim to tweak relationships so that bodies can be a proper subject of 
conversation at the doctor’s offi ce.

Attention to the body in itself is not a guaranteed good. With breast 
cancer, the ethereal representation of the body part mixes oddly with 
a thudding materiality. Quite aside from pink ribbons, diagrams illustrat-
ing how breast cancer spreads tend to portray slim young women in 
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figure 17. A rare ad representing a young, nonwhite person in 
an early detection campaign, circa 2012. (Courtesy of selfchec.org, 
© selfchec)

sexualized poses adorned with see-through breasts illustrating schematics 
of ductal and invasive carcinoma in syrupy brown pods and clusters (fi g. 
18). This kind of fantasized sexuality refl ects a 2007 study which found 
that fewer than 20 percent of both male and female physicians complete 
the recommended two-minute manual breast exam on their patients for 
fear of seeming sexually motivated.2 In these cases, propriety on the doc-
tor side interferes with diagnosis. Regular screening with either a go-to 
technology such as mammography or a mandated and communicated 
standard protocol can at least in theory override awkward interactions 
and concerns about intentions.
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After a century of campaigns, Americans by and large accept screen-
ing, in which large swaths of the population are tested to see if they 
might harbor incipient, symptomless cancers.3 Find a tumor early when 
it’s small, and cut it out. This isn’t just magical thinking: screening poli-
cies do correlate to stage-based survival data. The “stage” at fi rst diag-
nosis predicts the fi ve-, ten-, and twenty-year chances of recurrence, 
recurrence-free survival, and overall survival. The bigger the tumor or 
the farther it has spread when found, the lower the survival rate. Con-
sider the fi ve-year survival rates averaged among colon, breast, prostate, 
and lung cancers: Stage I, 98 percent; Stage II, 74 percent; Stage III, 45 
percent; Stage IV, 5 percent. Cancers immune to early detection tech-
niques, such as pancreatic, have higher death rates, since less than 20 
percent of them are discovered before metastasis. Screening in itself does 
not prevent cancer; it merely detects potential cancers, at, one hopes, 
treatable stages.4 This theory of a progressive development of cancer 
combined with stage-based survival data drives the screening industry.5

One early screening debacle led, eventually, toward a search for other 
screening methods. At the beginning of the twentieth century, the largest 
cancer killer of women took aim at young women, such that the New 
York Times claimed it a disease of young families.6 By 1928, the American 

figure 18. Medical diagram of modifi ed radical mastectomy. Reprinted with 
permission of A.D.A.M. Images.
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physician George Papanicolaou found that the “Pap smear,” a diagnostic 
test of exfoliated cervical cells, could detect asymptomatic cervical precan-
cer. He presented the results of his further research on 10,000 smears in 
1943, in a publication explaining the technique and potential benefi ts of 
universal screening.7 Some fi fteen years after that, the American Cancer 
Society (ACS) began promoting the test8—although one physician told me 
that until the recent adoption of the human papillomavirus (HPV) vaccine, 
virtually no young women who came into her offi ce were aware that cervi-
cal cancer was caused by a sexually transmitted virus. About four thou-
sand people per year now die in the United States of cervical cancer, the 
vast majority of whom do not have access to Pap smears.9

With the widespread adoption of the inexpensive test by the 1970s, 
forty-odd years after Papanicolaou’s discovery, cervical cancer mortal-
ity dropped to less than a third of previous rates. Historian Kirsten 
Gardner attributes the nearly half century delay between the discovery 
and implementation of the test to a lack of infrastructure for universal 
testing as well as to a lack of fi nancial and political clout for women’s 
cancers.10 Sociologists Adele Clarke and Monica Caspar suggest that 
institutional practices had to be reorganized before the Pap smear could 
be widely adopted, including determining classifi cations of precancer-
ous cells and training technicians.11 Epidemiologist Devra Davis sug-
gests that the delay resulted from physicians’ interest in maintaining 
control over profi table surgical biopsies and cancer treatments and from 
a resistance to “the notions that public health agencies and nurses could 
conduct tests, train experts to read them and screen large numbers of 
people for signs of illness.”12 According to Davis, physicians understood 
this move as a step toward socialized medicine—and indeed, the ques-
tion of who, exactly, should pay for screening remains open. These few 
examples only begin to show the complex stakes in screening, ones that 
become more slippery still for the vast majority of cancers for which the 
effect of screening on mortality is much harder to ascertain.

The population diversity and the decades-long follow-up time required 
to link screening to mortality account for some of the diffi culty in gather-
ing data. But most centrally, the screening bind refl ects an intractable 
reality of contemporary science: knowledge about tumor characteristics 
remains rudimentary. Despite much talk of the potential of tumor biol-
ogy to pinpoint treatment options, that science is still in the very early 
stages. No one knows how and when cancers spread, why and when they 
will grow, if they ever shrink on their own, or why some large tumors 
never return after treatment while other small tumors do. All this creates 
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a major problem for oncologists, one whose many dimensions make up 
this book. Since we don’t know how cancer will grow and spread, and 
when it does it’s both expensive and deadly, what do we do?13

Well, as I’ve shown, we have to rely on population data—but that 
has led to some unique issues in the screening debates, and these issues 
refl ect back on both the problems of uncertainty and how we under-
stand and treat cancer. Specifi cally, two fundamental questions under-
lie, and to some extent undermine, contemporary screening debates. 
First: What is being detected with screening? Second: Is “it” cancer, and 
how do we know? In other words, the screening debates get to the very 
heart of some fundamental ethical issues about cancer, since once a set 
of cells is named cancer it opens the door to the arsenal of treatments 
used on late-stage disease. Whether aggressive treatment for early can-
cers signifi es caution to the point of recklessness remains an open ques-
tion. The broad ineffectiveness of these treatments even for late-stage 
cancers compounds this impasse and may even lead to a situation in 
which the treatment to some extent defi nes the disease.

The terms of contemporary screening debates miss these critical points 
by relying on evidence from randomized controlled trials (RCTs) or popu-
lation data, rather than on undertaking more expansive studies of doctor-
patient interactions, examining the quality of screening equipment and 
technician skill, and understanding how multi-pronged approaches to 
cancer detection might work together. The screening debates epitomize 
the attempt that I’ve been tracing in Malignant to locate lines of knowl-
edge and make policy under conditions of extreme uncertainty, resulting 
in both over- and undertreatment. When nobody knows how to proceed 
(and nobody wants to admit that), certain kinds of knowledge claims 
come to seem most logical and therefore guide thought and action.

Internet- and newspaper-reading Americans crave boiled-down 
information. Many of us have been well trained to accept the kinds of 
everyday data that separate statistics from the material they are used to 
describe. Just turn from the health-section page of the New York Times 
telling you to drink more green tea to the business page with news of the 
Federal Reserve’s attempts to regulate the economy through another set 
of aggregated statistics. The store of gold bullion or the marks on a 
ticker tape are to the economist as dividing cells are to the oncologist: a 
material thing that anchors a series of practices and strategies.14 Since 
World War II, the fi elds of both economics and oncology have justifi ed 
the contents of their expertise as much or more through their ability to 
represent, aggregate, abstract, manipulate, and advise as on their ability 
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to cure. These experts focus not on individual circumstances but rather 
on separating out a series of indicators from the conditions of everyday 
life, as I examined in chapter 5.

Screening debates offer one site at which these processes of separa-
tion gain force as modes of knowledge and production of expertise. In 
essence, the recent cottage industry in screening-effi cacy studies can be 
valuably revisited to better understand how at its crux lies a confusion 
about what role cancer’s uncertainties should take. What good screen-
ing entails is not an easy calculation, but simple solutions ruin the prob-
lem. Refocusing attention on what we don’t know—rather than trying 
to generate knowledge that obfuscates what we don’t know—could 
change the terms, for the better, of these high-stakes debates.

debate

Both mammography and PSA (prostate-specifi c antigen) testing, the main 
screening tools for breast and prostate cancers, have spurred sprawling, 
vibrant, and sometimes vicious debates about what constitutes sound sci-
ence and what evidence supports the effi cacy of screening in reducing 
cancer mortality.15 The debates have generated a fair amount of confu-
sion among generations of patients and doctors alike about which screen-
ing methods work and, primarily, about whether and how often one 
should be screened. A vocal minority of doctors has recently claimed that 
screening for breast cancer and prostate cancer doesn’t, in fact, save lives. 
Furthermore, they argue that a signifi cant number of people who are 
told that they have cancer undergo treatment—treatment that is in fact 
needless—since their cancers would not have spread. These doctors dub 
the slow-growing cancers “indolent” cancers.16

Pressing this argument further, some doctors dismiss the entire the-
ory of early detection behind screening. In their view, most cancers 
could only be caught at the stage and size at which they actually are 
detected by screening. While screening advocates believe that a late-
stage cancer could hypothetically have been caught earlier with ade-
quate screening, the critics offer a two-pronged conclusion. First, 
screening would not have led to a late-stage cancer being caught at an 
earlier stage. Second, even an early-stage cancer would not necessarily 
develop to become dangerous. Proponents of this argument thus claim 
that, on the one hand, screening does little good for the people whose 
cancers would kill them anyway, and on the other hand, it actually 
injures people who undergo treatment for very small malignant tumors. 
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Small tumors, they further claim, may even regress on their own. These 
experts have infl uentially lobbied that policy should be changed and 
screening cut back.

One of the most prominent advocates of this view is Dr. Laura Esser-
man, an oncologist and MBA-holding businesswoman. In 2009, she 
and two coauthors published an article in the Journal of the American 
Medical Association suggesting that screening for breast and prostate 
cancers is of little use.17 Discussion about mammographic and PSA 
screening raged in the media after Esserman et al.’s publication, and the 
debate continues.18 A close reading of Esserman et al.’s “Rethinking 
Screening for Breast Cancer and Prostate Cancer” can shed light on the 
production of expertise in oncology.19

Esserman et al. claim that population data from the last two decades 
support the conclusion not that screening leads to the earlier detection 
of curable cancers, but rather that screening can generally not catch 
fast-growing tumors at earlier stages than they would otherwise be dis-
covered. They call these deadly cancers, which emerge and grow quickly 
between screenings, “interval cancers,” as opposed to the “indolent” 
cancers that would not have spread and would not have caused illness 
and death had they been left alone.20

Their argument can be summarized as follows: The incidence of pros-
tate and breast cancer increased after the introduction of screening, and 
never returned to prescreening levels. An increase in early-stage cancers 
accounts for the higher incidence rates, but they fi nd no reduction in 
“regional” (later-stage) cancers (specifi c stage-based data are unfortu-
nately missing from the argument). They claim, logically, that if screen-
ing were effectively locating and treating early cancers, then we should 
be witnessing a decline in the incidence of later-stage cancers. They cite 
here the success of colon cancer screening in following this pattern.21

Esserman et al. explain the pattern they observe with the following 
claim: Screening does not signifi cantly reduce cancer mortality, but it 
does substantially increase the diagnosis of cancers that would not kill 
people if they went undetected. Physicians are therefore uselessly treat-
ing indolent cancers; that is, they are “overtreating” these cancers.22

On the face of it, the article offers a logical argument, though it does 
seem to shift from offering a simple (if controversial) observation about 
the population statistics to a strong declarative conclusion: screening gen-
erates expense and morbidity for cancers that pose minimal risk.23 
On the one hand, the article implicates two key questions of oncology. 
How aggressively should cancer be treated (or, does a potentially 
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indolent cancer need chemotherapy?), and when should many people be 
treated for the benefi t of a few (that is, should everyone with a similar 
stage disease be treated when only a small percentage of those treated will 
benefi t?)? They imply a negative response on both of these, though the 
debates have been key to the broader adoption of chemotherapy for treat-
ment of both early- and late-stage disease.24 The article offers a frustrating 
oversimplifi cation of screening dilemmas by sidestepping these questions.

Five issues make the thesis logically seductive: the reliance on popu-
lation statistics, the use of diagrams, the lack of discussion about screen-
ing and mortality, the lack of data on spontaneous regression, and a 
reliance on a cost-benefi t model. Each of these can provide insight into 
how the debate has been structured to privilege certain kinds of knowl-
edge claims.

The Population

Esserman et al.’s points rest on the assumption that national cancer 
statistics refl ect an unscreened population before the mid-1980s, and a 
screened population after that time. This belief enables them to com-
pare historical eras as if they represented different populations and ren-
der conclusions about screening and mortality.

The cleanest, or most objective, approach to gathering data would 
adopt the RCT method described in chapter 5. A study of this sort 
would compare a large screened group with an unscreened group, con-
trolling for factors such as age and exposures to carcinogens, and then 
track both groups for the natural course of their lives. Neither incidence 
nor fi ve- or ten-year survival rates alone in this case would constitute 
evidence for or against screening, since screening may lead to earlier 
diagnoses with no reduction in mortality. That’s to say that an earlier 
diagnosis may lead to a longer period between diagnosis and death, but 
not necessarily to a longer life overall, thus increasing fi ve-year survival 
rates without reducing overall mortality.

Because RCTs require enormous amounts of time and money, exam-
ining population data for historical patterns presents a compelling alter-
native. Looking at specifi c populations for patterns essentially involves 
comparing time periods as if the time periods were control groups. One 
fi nds many such examples of this approach. For instance, before the 
introduction of PSA screening (a blood test that measures the prostate-
specifi c antigen), surgeons most often discovered prostate cancers while 
completing an unrelated surgery. This surgery started to lose favor by 
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1994 when the Food and Drug Administration (FDA) approved the use 
of the PSA test in concert with a digital rectal exam to screen asymp-
tomatic men, so it’s diffi cult to delink the statistics from the history of 
seemingly unrelated events. Still, the broad adoption of PSA screening 
in the 1990s correlated with a spike in prostate cancer incidence, pre-
sumably due to the wide adoption of the test, resulting in a burst of 
cancer diagnoses, rather than to a sudden, short-lived increase in the 
absolute number of prostate cancers. Those who advocate prostate 
screening, in the midst of controversy, tend to agree with the observa-
tion that since the initiation of screening prostate cancer mortality has 
decreased—from 38.2 per 100,000 in 1994 to 23.5 in 2006: as one 
letter-writer observed in JAMA, “It is not clear to us what factor or fac-
tors other than PSA screening could be driving this decline.”25 A look at 
the age-adjusted death rates from 2011 reveals that the death rates now 
are roughly two-thirds of what they were between 1950 and 1990, 
before the screening era began.26

Clear as the correlation seems between the introduction of the PSA 
test and the spike in incidence, the use of population data in making 
such general conclusions comes with perils. To illustrate, imagine an 
extreme hypothetical. Say the United Kingdom widely adopted a new 
procedure in 1920, the aim of which was to reduce the number of arm 
amputations. To determine the effi cacy of the procedure, a researcher 
might compare the number of one-armed people in 1910–1919 with 
that of 1920–1929. He would, though, have to fi gure out a way to con-
trol for the amputations resulting from World War I, a virtually impos-
sible task. The inability to retrospectively account for such “back-
ground” differences (in this case, the war, together with the rise of 
dangerous mechanized industrial labor) renders such historical com-
parisons virtually useless.

Screening studies relying on population data most often use the 
National Cancer Institute’s Surveillance Epidemiology and End Results 
(SEER) database, which offers the most comprehensive cancer data reg-
istry in the United States. Collecting data from about 25 percent of the 
population, it collates the results with legally mandated case reports 
submitted to the Centers for Disease Control (CDC).27 For each cancer 
case, the registry records demographic data such as race and age at 
diagnosis as well as type and stage of cancer, histology, and treatment. 
Collated each year, the data enable researchers to track changes in inci-
dence and mortality rates. The most recent available data are generally 
fi ve years old.
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The SEER dataset offers complex, but also markedly incomplete, 
information. It does not, for example, include such information as 
method of detection; whether a cancer was misdiagnosed, and if so, for 
how long and why; whether screening was available or was done, and 
if so, what type, how often, of what quality, and at what intervals. 
Using the dataset proves complicated, as there is no way to control for 
these variables, let alone for the vast demographic differences of the 
U.S. population, such as geography, class, vocation, access to care, 
quality of care, diet and exercise, exposure to carcinogens, and morbid-
ity. When scrutinizing a population defi ned as “the American public,” 
these data would support only the most obvious cause-effect relation-
ships. To illustrate with another extreme hypothetical: If one exposed a 
local population to a nuclear bomb, the effects would be observable 
without the need for an unexposed group, since the effect would be 
immediate, unique, and complete. But expose the global population to 
a nuclear reactor meltdown in Japan or Chernobyl—let alone hundreds 
of aboveground nuclear tests in the U.S. Southwest, the South Pacifi c, 
and Kazakhstan—and the effects become more diffi cult to track with 
pre- and post-exposed era data.

Prostate cancer has been linked to environmental toxins. Endocrine 
disruptors have been used since the 1930s in prescription drugs and 
meat, as well as plastics and other durable goods. Their effects on the 
U.S. population have been virtually impossible to document, since regu-
latory agencies do not track the amount of drugs in meat, let alone 
pesticide residues. The small amount of research done since the 1930s 
suggests that well over 50 percent of the meat eaten in the United States 
contains hormones signifi cantly over the rates allowed by the FDA. 
Nancy Langston has traced the political and economic history of drug 
additives in the U.S. food supply, comparing these to the more cautious 
approach of other developed nations. (Europe, for example, despite the 
best efforts of the U.S. government, has not imported American meat 
that has been fattened with hormones since 1989.)28 A population feed-
ing on carcinogens will suffer an effect, even if research doesn’t track it. 
Echoing the problem with IVF statistics, or the lack thereof: no data 
does not equal no effect. This adds a complicating factor, not just in the 
effort to account for cancer rates, but also in making sense of interna-
tional comparative studies, even though mainstream oncology literature 
rarely raises the issue.

Combined with the SEER data, Esserman et al. rely on data about 
the prevalence of screening. They write, for example, that “50% of 
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at-risk men have a routine PSA test,” and “70% of women . . . reported 
having a recent mammogram.”29 Defi ning neither “at risk” nor “recent,” 
Esserman et al. imply that the “screening eras” for these cancers 
adequately cover a large enough percentage of the population to allow 
general conclusions to be reached.

Such an assumption encounters immediate problems. A recent study 
found that only about half of American women over fi fty have an 
annual mammogram, while 25 percent of women over fi fty have not 
had a mammogram in the last four years.30 Esserman et al. bumps up 
against into the problems of retrospective comparisons, without offer-
ing information on methods of premammogram or pre-PSA screenings 
that would bear on the diagnosis of early- and late-stage cancers. What 
they refer to as a “prescreening” population may be a differently 
screened population or a population with a different set of carcinogenic 
exposures. This matters because both PSA and mammography have 
become standard referents for a diagnostic process that most often 
requires a multipronged approach.

The defi nition of screening for chronic disease remains unclear and 
heterogeneous. Studies suggest that the quality of colonoscopies varies 
considerably, such that “screening” can describe several different stan-
dards of care. The length of the test in minutes has been shown to affect 
the number of polyps (precancerous lesions that require removal) found 
and the accuracy of diagnosis. Similarly, the length of a manual breast 
exam matters to an accurate diagnosis.31 Another study found that 
charts that include a photograph of the patient receive more scrutiny by 
radiologists than those that do not.32 Even for the same type of test, 
interpretations are inconsistent. Equally as confusingly, the protocols 
for what age to start various screenings and how often they should be 
recommended varies. It’s nearly impossible to control for screening 
when practices fl uctuate so greatly, which is one reason the trial results 
for screening vary so dramatically. Nevertheless, in medical articles 
“screening” has come nearly exclusively to indicate a black-boxed 
mammography, PSA test, or colonoscopy.

Making all of this still more convoluted, diagnosed illnesses that 
seem similar because they initially present in the same organ may in fact 
be separate diseases with different behaviors. For example, in 1968 the 
reporting codes for heart disease mortality were changed, resulting in a 
signifi cant drop in mortality rates from hypertensive heart disease, with 
a concomitant increase in ischemic heart disease. Although the total 
number of heart disease deaths remained static, the changed categories 
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altered mortality data, treatment plans, and the correlation of demo-
graphic factors to disease patterns.33 A similar issue arises in the case of 
breast cancer. Mammograms are nearly useless for women under forty, 
in whom almost 7 percent of breast cancer diagnoses, and dispropor-
tionate mortality, appear. Indeed, as the go-to technology, mammo-
grams can do more harm than good for this demographic, as they seem 
to produce evidence of a negative diagnosis rather than being recog-
nized as a test that simply doesn’t work well on younger women because 
of the greater density of their breasts. Distinguishing breast cancer as it 
appears in different-aged women, even by giving each different names, 
could have a dramatic impact on the conclusions reached about screen-
ing, disease behavior, and diagnostic practice.

The variety of the population compounds the diversity in cancer biol-
ogy. To begin with, the notoriously piecemeal medical system results in 
a large un- and underinsured proportion of the population, patients 
making frequent changes in medical insurance providers, and people 
decreasingly having one physician overseeing continuity of care. Just 
because a procedure such as a recommended screening is a standard of 
care does not guarantee that even a small majority of people will get it. 
As we’ve seen in other chapters, aggregates that are too diverse have not 
much explanatory power.

Trials that attempt to measure the effi cacy of screening by using 
population data without a control group are, as one epidemiologist put 
it, “impossible even to meaningfully design.”34 Several reasons can be 
pointed to. Where population data can be useful in epidemiological 
methods originally developed for infectious disease, chronic diseases 
such as cancer present different challenges. An infectious disease is 
often immediately diagnosable (think of a strep test), whereas cancer 
more often requires multiple diagnostic tests to fi nd. In practice, the 
more tests required, the higher chance of false negatives, false positives, 
and delayed diagnosis because of the sheer number of places a misstep 
can occur: the tests need to be prescribed, paid for, adequately com-
pleted, well interpreted, coordinated, and reported. What seems like a 
problem with screening itself may rather be a problem with screening 
delivery.35

The history of tobacco use offers a fi nal example of the diffi culty in 
extrapolating from historical population data. We now confi dently link 
lung cancer to inhaling tobacco smoke. Graphs comparing smoking 
rates with lung cancer rates throughout the twentieth century essen-
tially present the same-shaped line twice—one upward stroke following 
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the increase in smoking rates, and an identical line following twenty 
years later with the rates of lung cancer mortality, so closely do the 
numbers correspond. This causal association was not always so trans-
parent, however.

Medical researchers debated the cause of lung cancer as incidence 
rose from nearly zero in 1900, to 13 of 1,000 males in 1940, to over 30 
in 1,000 by 1950.36 Some physicians hypothesized that a late manifesta-
tion of tuberculosis (TB) and infl uenza caused the higher rates of lung 
cancer, since the vast increase in lung cancer toward the 1940s and ’50s 
roughly correlated with the surge in infl uenza during and after WWI. 
Others attributed the escalation to new early-detection or treatment 
methods, including bronchoscopy and antibiotics. The early twentieth 
century also witnessed a dramatic decline in the major killers of the 
previous century: measles, scarlet fever, typhoid, whooping cough, 
diphtheria, TB, and infl uenza. (TB spurred the foundation of the Amer-
ican Lung Association, now associated chiefl y with lung cancer.) The 
declining rates of these diseases provided opportunities, as it were, for 
diseases with longer incubation periods. People who weren’t dying 
sooner of scarlet fever could die later of something else, like cancer.

Other researchers attributed the higher rates of lung cancer to auto-
mobile exhaust, industrial pollution, tar used in road construction, and 
smoke from domestic fi res. (Much smoke, but no tobacco smoke.) Still 
others just threw their hands in the air, noting the diffi culty in general 
of locating causes of death.37 Looking back at these debates, one sees 
that the population statistics in and of themselves did not yield enough 
information to pinpoint the mechanism behind the rising rates of lung 
cancer. A prospective cohort study in which researchers followed Brit-
ish physicians’ smoking habits and causes of death between 1951 and 
2001 more closely tracked the culprit, as did animal studies and, fi nally, 
increased understanding of the biology of lung cancers.

The fact that comparative study worked in the case of cigarettes does 
not, alas, lead us to conclude that any carcinogenic cause-and-effect 
relationship will be so obvious. Indeed, because the relationship between 
smoking and lung cancer in long-term studies was eventually so clear, it 
set the evidentiary bar high enough that few other carcinogens have 
been able to meet it.

Population data present some insurmountable, potentially disastrous 
problems for studying any medical cause-and-effect relationship, espe-
cially with regard to cancer screening, whose effects may not be appar-
ent until decades later.
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Abstraction

Esserman et al. illustrate their article with a series of fi gures. These 
abstracted charts and graphs, portraying theoretical situations, play a key 
rhetorical role in their argument. None of the graphs specify amounts of 
time, note details of tumor growth, or refer to individual cases. In one 
fi gure, for example (fi g. 19), they juxtapose four hypothesized tumor 
types with a screening scenario. They claim that the graph demonstrates 
that the imaginary tumor D will ineluctably grow into a metastatic cancer 
in between screenings, with no symptoms. They further claim that since 
tumors A and B are indolent (though the graph seems to suggests that 
they will spread within a decade or so), “only the patient with tumor C 
benefi ts from screening.”38 The reader cannot tell from this graph what 
percentage of tumors the authors believe to be in the tumor C category.39

Aside from the oversimplifi cation, this abstraction defi es common 
sense. Esserman et al.’s graphs correspond with a “natural history of 
disease” model, with the disease progressing in one of several predict-
able ways. However, they offer no evidence that actual diseases corre-
spond to such ideals. For example, in the real world, tumor growth 
rates can be spurred by exposure to carcinogens, and thus an untreated 
tumor A or B may morph into the tumor D category. It is as if one were 
to draw four pictures of a face, each representing a single ethnicity, and 
then deduce that all humans would look like one of them.

figure 19. Esserman et al., in “Rethinking Screening for Breast Cancer and Prostate 
Cancer,” JAMA 302 (2009), speculate about the progression of cancers and their 
coincidence with screening.
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The natural history of cancer—fi rsthand knowledge about its behav-
ior—remains an utter mystery for two key reasons. First, all cancers 
behave differently. Second, it’s unethical to observe cancer “in its natural 
habitat”—that is, developing in someone’s body, untreated, from begin-
ning to end. Although cancer patients have been popular experimental 
research subjects, there has been no cancer experiment, as far as we know, 
that mirrored the U.S. Health Service’s withholding of syphilis treatment 
from black men for several decades simply to see how the disease 
would progress.40 (This is a relief. To add insult to insult, those data were 
worthless.)

In the conclusion to their article, Esserman and her coauthors offer a 
fl owchart of their recommended screening process (fi g. 20), in which 
they advise that only those with a “susceptibility biomarker” be 
screened.41 The article does not previously discuss such a biomarker, so 
the fl owchart, presented as a “framework for advancing screening and 
detection,” appears as something of a non sequitur.42

The three outputs at the end of the chart include: “no further screen-
ing,” “less invasive curative intervention,” and “high likelihood of 
cure.” Anyone with a low risk of cancer receives no screening; all cancer 
treatments are targeted, and anyone who has a poor response to ther-
apy receives more tailored screening. No one receives excessive screen-
ing, everyone with cancer gets the perfect treatment to match his or her 
disease, and best of all, no one dies. We love this version of cancer!

Such assumptions give the chart a graceful simplicity: cancer itself 
virtually disappears, hidden away in the codifi ed circles, rectangles, and 
hexagons of the fl owchart. Indeed, nothing about cancer, or even screen-
ing, drives the form of the graphic. By offering a diagnostic and treat-
ment plan that, with a few changes in word choice, could be mapped 
onto any disease category, Esserman et al. erase the specifi cities of cancer 
as a disease, namely: the high and unstudied rates of misdiagnosis in 
screened and unscreened populations, the dearth of knowledge about 
what causes cancer, the notion of an “adequate biomarker” (the lack of 
which defi nes their “no further screening” alternative), the huge expense 
of genetic screening versus relatively inexpensive imaging and blood-test 
screening, and the fact that not many targeted treatments exist.43

Unlike other graphic practices, such as music notation or time-lapse 
photos that depict a process unfolding through time, diagnostic charts 
aim to represent nodes at which distinctly different futures might ensue. 
The differently shaped boxes are symbols for some action or reaction 
related to the fl ow. The diamond, for example, depicts a “conditional,” 
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figure 20. A fl owchart illustrating a model process for cancer screening—though it 
does not specify what “tailored” screening means. (Source: Esserman et al., “Rethinking 
Screening for Breast Cancer and Prostate Cancer,” JAMA 302 [2009])

in which a decision is necessary. In Esserman et al.’s chart, these appear 
as questions: “Cancer detected?” “Metastatic cancer risk?” “Response to 
therapy?” According to fl owchart protocol, these must be yes/no ques-
tions; only with a clear answer can one proceed to the next stage.

Charting threatens to render invisible the places at which errors are 
most likely to occur. The most critical conditional boxes in this fl ow-
chart are subjective: high or low risk of metastatic disease, and good or 
poor response to therapy. Meaningful individual prediction can’t be 
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defi nitively calculated for an individual until after one has, or has not, 
had cancer, at which point the chance will have been either 100 percent 
or 0 percent. Such explanatory charts have the ironic effect of making 
the complexities of the actual fl ow more baffl ing, rather than less, by 
oversimplifying the roles of doctor, patient, and decision. Anything that 
muddies this fl ow would be counted as “noise” or be dismissed as an 
exception to the general rule of the fl ow.44

The chart highlights a paradox inherent to Esserman et al.’s argu-
ment. While on the one hand they claim that we do not know enough 
about the natural history of cancer to diagnose and treat all cancers 
as if they were life threatening, on the other they replace uncertainty 
with a model of knowledge that requires a kind of pretend certainty: 
if only we had such a biomarker, we could screen properly. We need, 
they suggest, a change in “mindset,” not knowledge (!), and “screen-
ing should follow a multi-decision path such as the one shown in 
[fi gure 20].”45

Just close enough to current medical knowledge, the chart poses as a 
real set of choices, despite the vast amount of hypothetical knowledge it 
calls for. Focusing on “susceptibility biomarkers” entrenches an already 
problematic categorization of “risk” in oncological research and prac-
tice. Even though fewer than 10 percent of breast cancers are related to 
known genes, and fewer than 30 percent of those diagnosed have any of 
the commonly cited “risk” factors (such as age at menses, breastfeed-
ing, gene profi le, cancer in the family), the language of risk dominates 
the discussions of early detection.46

The idea of a susceptibility biomarker also negates any possibility of 
chemical, military, industrial, or medical carcinogenic exposure, hark-
ing back to the days when the tobacco industry claimed that certain 
individuals were “genetically susceptible” to lung cancer, tracing cause 
to individual constitution rather than to the carcinogen itself. Basing 
an entire system of screening on such debunked logic is certainly not a 
forward step into the new research on epigenetics and environment.

Another form of abstraction bears noting here in regard to the authors’ 
selection of breast and prostate cancer, as the two cancers that have the 
highest incidence rates for men and women, respectively, and the second-
highest mortality rates for each gender after lung cancer. Age-adjusted 
rates for annual mortality hover at 28,000 for prostate cancer and 40,000 
for breast cancer.47 Both cancers have been causally linked to common 
carcinogens and both have undergone an explosive rise in incidence rates 
(as opposed to simple numerical increases) since the 1950s.
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Despite the tendency to confl ate the two cancers in both Esserman 
et al.’s article and much of the media discussion, critical differences 
between them must be acknowledged and accounted for, since the 
specifi cities of the disease inform the costs and benefi ts of screening. 
The median age at death for prostate cancer is eighty, twenty-two years 
higher than for breast cancer, at fi fty-eight. A quarter of those who die 
of breast cancer are under the age of fi fty-four, whereas 70 percent of 
prostate cancer deaths occur in those over the age of seventy-four. For 
Americans between the ages of twenty and forty-nine, there are fi fty 
breast cancer deaths for each prostate cancer death, and while women 
have a 1 in 46 chance of developing an invasive breast cancer before 
the age of thirty-nine, men in this age group have a 1 in 8,499 chance 
of developing cancer of the prostate.48 For American women under 
forty, the incidence rate of late-stage breast cancer has doubled in the 
last two decades.49 While prostate and breast cancers are often reported 
as comparable “men’s” and “women’s” cancers, this could not be fur-
ther from the truth in light of costs, numbers of people affected, and 
years of lost life.

Mortality

Esserman et al.’s case against screening would make sense where the 
reduction in mortality was nil or minimal. However, in one of the most 
fl ummoxing dimensions of the article, they note the opposite, citing 
seven randomized trials that found a 20–30 percent reduction in mor-
tality due to screening. Their interpretation of this decline is unclear. At 
one point they write of an “uncertain” reduction in mortality, claiming 
that the “absolute incidence of aggressive later-stage disease has not 
been signifi cantly decreased.”50 Elsewhere in the article they attribute an 
acknowledged decrease in mortality to “both screening and adjuvant 
therapy.”51 Then they claim that the “decrease in incidence . . . is attrib-
utable to [hormone replacement therapy], not to [very early, precancer] 
removal.”52 On the same page, they claim that “there is evidence and 
agreement that screening saves lives.”53 That such a widely cited study 
should contain so many seemingly basic contradictions of logic and 
data interpretation seems mind boggling.

While claiming that several reasons could account for the fact that 
“screening has not led to a . . . signifi cant reduction in deaths,” they take 
only one seriously: “tumor biology dictates and trumps stage.”54 This 
critical point, had it been explained, might have offered insight into a 
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problem that has been the central plague of oncology: namely, how to 
match the limited treatment options appropriately to the array of tumor 
biologies, given the impossibility of knowing which cancers will spread.

Looking more carefully at their turn of argument, one notices that 
Esserman et al. move from a proposition (screening likely misses the 
most aggressive cancers) to a declaration (tumor biology trumps stage), 
and then an assertion (cancers caught at late stages would be deadly 
even if they had been caught earlier). In support of their argument, 
Esserman et al. cite a report fi nding that tumors larger than 6 centime-
ters have a poorer prognosis because of their aggressive biology.55 In so 
doing, they neatly bypass any discussion of other data—indeed, a vast 
amount of data collected over decades—that suggest not only that stage, 
grade, and method of detection offer independent predictors that 
together form a prognosis, but also that tumor biology can change quite 
dramatically, becoming more aggressive (faster growing) over time.56

The fact that larger tumors may be more aggressive does not in itself 
mean that they have grown more quickly than those that are caught 
when they are smaller. For example, studies have found that the argu-
ment that African Americans tend to have more aggressive tumors than 
whites (due to their higher mortality rates and to the fact that their can-
cers are more often caught at later stages) evaporates when African 
Americans are offered screening and their tumors are diagnosed at ear-
lier stages.57 This research suggests that demographic access to medicine 
can easily be mistaken for biological explanations about tumors. Epide-
miologist Nancy Krieger likewise has found that the reduction in breast 
cancer mortality is demographically specifi c rather than evenly distrib-
uted throughout the population.58 More fi nely calibrated data could be 
used to better understand whether certain subcategories of Americans 
are more likely to have “interim cancers” with social rather than 
biological roots and what relation screening has on that.

In real life, what looks like a tumor D cancer in Esserman et al.’s 
analysis may well have been a misdiagnosis. A recent federal study esti-
mated that 70,000 cancers are missed by mammograms due to faulty 
radiological readings, improper positioning of the breast in the machine, 
and poor oversight of the machines.59 Add the estimate that 30 percent 
of women with abnormal mammogram results do not receive follow-up 
notifi cation or treatment, not to mention the high rates of missed or 
delayed diagnosis, and one has convincing enough explanations for the 
sluggish decrease in mortality rates that some more evidence from Esser-
man et al. seems warranted.60
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Attention to individual cases, as opposed to population-based averages, 
can be revealing. One group of physicians, aiming to better understand the 
reasons for missed and delayed diagnosis—both because of their preva-
lence and because of the “especially severe outcomes” that result—found 
that such cases tend to be multifactorial: that is, arising from more than 
one glitch in the process and involving multiple providers. These doctors 
highlight the “challenge of fi nding effective ways to reduce diagnostic 
errors.”61 Such analysis makes clear that diagnoses are missed for compli-
cated reasons—reasons, in general, other than aggressive interim tumors 
simply surging up between diagnostic tests. The missed-diagnosis angle is 
a major component lacking in the study of cancer mortality.

As I’ve mentioned elsewhere in Malignant, I’ve interviewed many 
young adults diagnosed with cancer. Their answers made evident the 
far-reaching failure of early detection for this age group, which may 
well have statistically relevant consequences.62 Carolyn, diagnosed with 
Stage III breast cancer at thirty-four and with a family history of cancer, 
told me about her experience with her doctor:

She gave me a hand exam that must have taken fi fteen seconds. I was kind of 
shocked and asked her if that was it. I mean, it was totally ridiculous. She 
basically whipped her hands across my breasts and then was done. It was 
almost as if she was in a time trial or something. But I felt embarrassed ask-
ing her to do a more thorough job and fi gured that I should just drop it. . . . 
I did fi nd my own lump in late October (almost exactly three months later) 
and got a mammogram the next day. The rest is history.63

When I asked an administrator of the medical group that Carolyn was 
insured through about their policy on breast exams, she told me: “[Our] 
MDs . . . do the exams if the patient wants it and spend about 30 sec-
onds on it.”64 A thirty-second exam falls well below the two-minute 
standard for clinical breast exams, which itself falls below the three 
minutes per breast required to do a thorough exam.65 In following up 
with me, Carolyn said: “[The doctor] is outrageously beautiful and very 
nice. I wish she would use her good looks and charm to become the 
poster child for giving good breast exams.”66

Later, in an effort to encourage that very thing, Carolyn spoke to her 
doctor. She explained that the exam had been very brief and that the 
tumor might have been caught earlier had the doctor done a more thor-
ough exam or encouraged her to see someone who was willing to do so. 
She also explained her embarrassment at asking for a longer exam, and 
said that she didn’t know at the time what a thorough exam really was. 
She described feeling nervous and worrying that the doctor would shut 
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down in anticipation of being sued, and so she worked into her conver-
sation that she had no intention of suing and that of course they would 
never know if a better exam would have given a different result. Initiat-
ing the talk involved careful strategizing and management of her doc-
tor’s potential fear, even though ultimately the doctor said she would 
take her comments into account.

Regression

Esserman et al.’s argument that many early cancers do not need to be 
located and treated hinges on a controversial Norwegian study which 
found that 22 percent of breast cancer tumors spontaneously regress 
(no comparable study for prostate cancer is cited).67 Tracing Esserman 
et al.’s use of this study offers an example of how data, shorn of their 
context, can gain new life when buried as a key tenet of another argu-
ment, one that in this case has continued to have international policy 
implications and a whole new citational network.

The Norwegian study that Esserman et al. rely on was not a random-
ized controlled trial, but rather offered a comparison of the six-year 
cumulative breast cancer incidence in two groups of Norwegian women, 
aged fi fty to sixty-four, from before (109,784 women in 1992) and after 
(119,720 women in 1996) the broad adoption of screening, respec-
tively; in the latter group, the majority of women had screening, while 
in the former most did not (two-thirds of the women are in both groups). 
After a single “exit” mammogram for the unscreened group at the end 
of the study, researchers found that the unscreened group had signifi -
cantly fewer cancers (stage was unspecifi ed)—a surprising result, given 
the authors’ expectations.

The authors speculated that the 22 percent “excess” cancers found in 
the screened group would have regressed spontaneously.68 This conclu-
sion was based not on observation of any regressions, nor on a longitu-
dinal study of the subjects tracking mortality, and for those reasons 
their results generated signifi cant controversy.

Letters in response to the Norwegian study suggested reasons other 
than spontaneous regression for the hypothesis not being borne out. 
Two physicians, for example, wondered why the researchers expected 
twice the difference in incidence than “one could expect according to the 
rate observed in 1992–93,” noting that given the number of women who 
participated in both the groups “there would be little argument for spon-
taneous regression.”69 Another observed that the single mammogram 
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received at the end of the study by those in the unscreened group might 
have missed tumors that would have been picked up in a second, third, 
or fourth test in correspondence with the known error rates; yet another 
response suggested that because the groups were not randomized, 
women who had no reason to seek mammograms (in particular before 
screening was routine, but also after) might simply have been at lower 
risk. A further critique notes that no data were included on the mam-
mogram machines, which may have increased cancer incidence.70

Women who had access to screening likely had access to better med-
ical care, including, ironically, hormone replacement therapy, which in 
Norway has been found to have increased breast cancer incidence by 58 
percent. This observation was used to critique both the Norwegian and 
the Esserman et al. reports.71 This point about HRT is exacerbated by 
the separation of the study cohorts by time. Juxtaposing the historical 
annual sales of HRT with the fi rst and second groups, three commenta-
tors accounted for the full difference in cancer rates as due not to screen-
ing or spontaneous remission, but to the reduced HRT use by the latter 
group, after the widespread reduction in its use.72 Subsequent follow-up 
of the Norwegian data has stirred similar debate.73

Dr. Barnett Kramer of the U.S. National Institutes of Health told me 
that spontaneous regressions of some “preneoplastic lesions” have been 
reported in several cancers, though not in breast or prostate. He pointed 
out that “regression is not equivalent to spontaneous cure, since at least 
some lesions can also subsequently recur.”74 Esserman et al. cite the 
Norwegian fi ndings as though they were authoritative, although fol-
low-up was insuffi cient to determine the effi cacy of screening in light of 
its primary endpoint: neither incidence nor subsequent recurrence, but 
death.

In stating that “many early cancers go nowhere,” Esserman et al. do 
not discuss any of the possibilities or ramifi cations noted by the broader 
medical community for alternative explanations of the Norwegian 
screening data. Nor, for that matter, do they discuss differences between 
the Norwegian and American context of heath and healthcare. Rather, 
in this paper and in subsequent publications, they repeat the Norwegian 
study’s shaky speculation about spontaneous regression as fact.

Cost

Esserman et al.’s foundational assumptions—that the SEER data cor-
respond to a screened population, that screening does not catch deadly 
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cancers but does catch indolent cancers, and that physicians are treating 
indolent cancers too aggressively—lead to a seemingly straightforward 
argument: screening requires too much hassle for too few lives saved. 
Turning again to breast, rather than prostate, cancer data, they reason 
that “for every breast cancer death averted, even in the age group for 
which screening is least controversial (age 50–70 years), 838 women 
must undergo screening for 6 years.”75 Such screening, in their view, 
generates “thousands of screens, hundreds of biopsies, and many can-
cers treated as if they were life threatening when they are not,” the 
upshot being that early detection has increased “costs and morbidity 
due to overtreatment of non–life threatening cancers.”76

Their argument is twofold: (1) screening overburdens the population, 
which spends time, money, and energy on it, with little chance of avert-
ing a death, and (2) oncologists overtreat some cancers. These keystones 
of cancer screening debates need teasing out, as they are not self-evident.

Benefi t

Measuring “quality of life” against time and money is perhaps one of 
the most recalcitrant problems of our modern lives. On the one hand, 
such a trade makes utter sense, echoing the decision making we do 
many times a day (Is this soda worth $3? Do I want to drive all the way 
across town to run one errand?). On the other hand, cost-benefi t think-
ing in medical policy literature requires a uniquely conjectural notion of 
mortality.

Extrapolating from Esserman et al.’s statistics, we fi nd that one 
deadly cancer detected and successfully treated requires 5,028 occa-
sions (838 scans × 6 years) on which a test fi nds either no cancer or a 
cancer of the “indolent” variety. This fact presents as a straightforward 
calculation. However, anyone living in prognosis knows that numbers 
can’t fully be trusted.

While “number of tests” and “number of lives” initially seem to offer 
a tidy equation, further scrutiny reveals that a test differs quite signifi -
cantly from a life. An unambiguous comparison needs similar entities 
(apples to apples, dust to dust—not tests to lives). For the sake of preci-
sion, then, let’s use time as the common denominator. For the moment, 
we can accept the calculation of scans and lives, and assume that each 
of the 5,028 mammograms takes on average an hour, including time in 
the waiting and changing rooms. Using cancer data, let’s say that fi nd-
ing one deadly cancer requires retesting 10 percent of the initial group 
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(a further 503 hours), biopsying 10 percent of the retested group (50 
hours), and treating three of those early-stage cancers with a lumpec-
tomy and radiation (2 months’ treatment, or 1,440 hours × 3 peo-
ple = 4,620 hours).77 In this search for cancer, one unlucky (or, in a way, 
very lucky) person will have his or her life saved.

Some cancer deaths take only weeks, while others take over a decade 
and many recurrences and rounds of treatment. The average cancer 
death results in eighteen years of lost life (157,248 hours), but for the 
sake of argument, since we are comparing hours spent in active medical 
care, let’s say that the one cancer death averted by these 5,028 scans 
would have required fi ve years of active and palliative treatment, which 
translates to 42,484 hours of illness. So, again using time-in-healthcare 
as the common denominator, averting one cancer death would actually 
save over 30,000 hours, in addition to several thousand more hours of 
caretaking and the physical and emotional disruption for families and 
communities that a cancer death implies. Even in this calculation, the 
hours of the nuisance of screening do not readily compare to hours of 
the physical illness.

Even as we get closer to an analogous comparison, such equations 
miss a key social fact that frames nearly every aspect of cancer detection 
and treatment: the calculations that craft the worth of a “statistical 
life.”78 The worth of any given person in America varies greatly—
indeed, this is a founding principle of the nation. Institutions such as 
law frame these values through damage claims that can calculate the 
cost of an injury because we know exactly who has been injured (the 
plaintiff) and their worth (their salary). Medical equations at this level 
ignore questions of monetary value, using instead statistics generalized 
from speculations about quality of life or risk avoidance. Still, for a 
highly paid banker or doctor those lost hours might add up to millions 
of dollars, whereas the illness hours of a nonworking or low-wage 
person would be relatively inexpensive. At any rate, an adequate cost-
benefi t calculation in the U.S. healthcare system would require some 
specifi city around whose cancer death is averted, a fact that these statis-
tics don’t account for, although actual access to healthcare in some 
measure does.

Alternatively, we could frame the question in personal terms, asking 
each of those 838 women if they were willing to undergo a mammogram 
a year for six years to save, say, their favorite celebrity, or someone they 
had gone to high school with, or a friend of a friend. Having a mammo-
gram under this framework would become akin to giving blood, which 
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many people do for no apparent personal benefi t, or to participating in 
a charitable event such as a race for the cure. If there’s one thing we’ve 
learned in the last decade of cancer walks, runs, marketing, and sponsor-
ship, it’s that many people will go out of their way to do something 
about cancer. Including making a U-turn to drive a BMW.

It may matter if you’ve seen someone die of cancer. It may matter if 
you have a family history of cancer. It may matter if you think you are 
saving yourself or someone else. It may matter if you have a religious or 
ethical commitment to altruism. When human motivations puncture 
cancer data, some sobering questions spew out. What cost is worth 
what benefi t, and to whom? When? Why? No one considers these 
issues, if we take the objectivity of cost-benefi t equations for granted.

Treatment

The treatment for breast “precancer” and Stage I cancer ranges from 
lumpectomy, simple mastectomy (as opposed to the radical mastecto-
mies of a bygone era), and lumpectomy and radiation to a double mas-
tectomy (both breasts, even when one is cancer-free), chemotherapy, 
and full reconstruction. According to medical historian Robert Arono-
witz, the option of mastectomy for even these precancers has become 
increasingly popular, up from 4.1 percent in 1998 to 13.5 percent in 
2005.79 Medical anthropologist Ilana Löwy has found that the percent-
age of patients opting for mastectomy varies greatly by medical center, 
ranging from about 3 percent to more than 50 percent. She hypothe-
sizes that such differences refl ect the opinions of the physicians involved 
in the patients’ cases.80

In addition to the medical counsel they receive, the reasons that moti-
vate women to undergo invasive surgeries for early-stage diagnoses vary 
greatly and include: fear of losing medical insurance and thus the ability 
of being closely screened in the future; not wanting to be in the medical 
system either as someone being constantly screened or later as a cancer 
patient; worry over future misdiagnoses and so eventual diagnosis with 
advanced cancer; the opportunity to have breast reconstruction, with its 
promise of physical improvement, covered by insurance; and the raw, 
naked fear of recurrence itself.81 One piece of advice given to a young 
woman trying to decide whether to undergo chemotherapy for a Stage I 
breast cancer went this way: Write two letters to yourself in which you 
justify your decision. In one letter you imagine that you suffer from 
the long-term effects of chemotherapy and write a justifi cation of your 
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decision to undergo it. In the second letter, write of your decision not to 
have the chemo and imagine opening it after having been diagnosed 
with a recurrence. In other words, a mix of ideas about cancer, treat-
ment options, economic access, and attempts at insuring against regret 
determine decisions about surgery.

Controversy surrounds not only what counts as legitimate treatment 
in the use of toxic chemotherapy for small tumors, but also how much 
further surgery, unrelated to curing the cancer per se, will fall under the 
treatment umbrella. Since passage of the Women’s Health and Cancer 
Rights Act of 1998, federal law requires most group insurance plans 
that cover mastectomies to also cover breast reconstruction, as well as 
surgery and reconstruction of the remaining breast to preserve symme-
try after mastectomy. This act followed from litigation brought by a 
woman after her insurance refused to cover the cost of reconstruction, 
claiming that it was purely cosmetic rather than part of the treatment.82 

Surgeons commonly suggest that women already considering a mas-
tectomy consider a double mastectomy or additional cosmetic surgeries 
for the sake of “evenness.” These surgeries have high complication 
rates. As one former patient who eventually had to remove an implant 
altogether wrote, “In retrospect, I wish I’d considered the choice of no 
reconstruction at all, but it was not something that I even thought to 
discuss with the plastic surgeon, nor did he mention it to me.”83 In the 
end, studies fi nd that 50 percent of women are unsatisfi ed with the sur-
geries after ten years because of discomfort, contraction of the fl esh 
around the implants, pain, and loss of feeling in the area.84

The literature that recommends against screening, in part because of 
the risks of overtreatment, surprisingly does not address how the range 
of treatment options and the inclusion of extensive reconstructive sur-
gery play into the defi nition of overtreatment. Perhaps oncologists don’t 
want to acknowledge the vested interest that their surgeon colleagues 
have in aggressive treatment. Whatever the explanation, various com-
ponents need further exploration if the category of overtreatment will 
determine screening policy.85

conclusion

Make no mistake, screening effi cacy is worth questioning. Cancer his-
tory leads one to be suspicious: I’ve already mentioned the extreme 
surgeries of the mid–twentieth century, the experimental injections 
of radioactive substances, and the bone marrow transplants, all of 
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which were eventually found to have no medical benefi t. Dr. Claudia 
Henschke found in 2006 that 80 percent of lung cancer deaths could be 
prevented through widespread use of CT scans; it was later disclosed 
that her research was underwritten by $3.6 million in grants from the 
parent company of the Liggett Group, a cigarette manufacturer.86 In 
addition, screening, as defi ned in these debates, requires a procedure—a 
scan, or a blood test, or a biopsy, say. These procedures can be made 
less expensive through offshoring or, as we saw in the case of cervical 
cancer, the feminization of the technical work. Standardization makes 
it cheaper; it also makes screening a highly profi table paramedical 
growth industry.

The money connection triggers further skepticism. The fi nancial gain 
represented by certain treatments provides incentive that may infl uence 
how diagnoses are made; some oncologists gain 90 percent of their 
income by administering chemotherapy. Several authors have carefully 
traced the difference in fi ndings depending on whether industry funds 
their studies or not.87 On the other hand, securing insurance coverage 
for follow-up testing can take hours of a physician’s time. No one would 
be so crass as to suggest that doctors purposely overtreat in exchange 
for a briefcase of bundled hundred-dollar bills, but as in any fi nancial 
transaction, a wise consumer follows the money and looks for subtle 
allegiances concealed by protocol. No matter which question you ask 
(are there too many diagnoses, or too few?), suspicion has a legitimate 
genealogy.

Like the rest of us, Esserman et al. are stuck in a medical system that 
wants a more mechanistic—and less and less expensive—means of diag-
nosing and treating cancer. For that reason, their paper has relevance 
for more than just screening and early-detection protocols; the issues 
refract across the whole cancer conversation. For example, linking these 
issues back to those raised in chapter 4, if doctors can convince one 
another that early detection is not of much value, and that cancers that 
kill will have killed whenever caught, then what is a doctor’s responsi-
bility in terms of diagnosing? The screening debates need to be read in 
the context of the current political moment of medico-legal responsibil-
ity, an era witnessing not only the erosion of patient rights and access to 
healthcare but also a swollen bureaucracy that increases work for each 
doctor or patient considering a diagnostic test.

These combined burdens erode the possibility of good medical care 
on many levels. Yet they have a history. Cancer historian Ilana Löwy 
points out that “cancer research, diagnosis, and treatment were at the 
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forefront of the development of ‘big medicine,’ a multi-level, science-
grounded endeavor,” one that “favored the homogenization of diagno-
ses and outcomes, while the use of expensive substances and instru-
ments, such as radium and cobalt bombs or high voltage radiotherapy 
machines, promoted the centralization of cures.”88 It has become clear 
that research based on the catch-all disease categories favored by the 
protocols of big medicine comes with major public health drawbacks, 
such as mass-produced industrial screening, trials, and overtreatment.

We all wish cancer could have a mathematical, sterile elegance, or if 
not cancer, then at least the institutions that administrate it. We want 
something to be done, too, and screening (or wearing a yellow wrist-
band) may fi ll that need. At the same time, who really wants to have 
someone’s fi nger up their butt, a stranger pinch their testicles, or have 
their boobs squashed by a machine? The major source of confusion in 
these debates lies not only in the inability to answer the fundamental 
question I raised earlier—what is cancer?—but also in the overall hesita-
tion to clearly defi ne the core ignorance about cancer and its role in the 
debates. This structural unknownness of cancer can’t be resolved through 
higher-resolution data of the same type. Even the most objective-seeming 
analysis (what could be more clear cut than a cost-benefi t equation?) 
requires a variable of fudge, no matter how detailed the accounting. 
Precision does not equal accuracy.

In an era of medical mass production, it makes business sense, at 
least, to spread icing on the fried dough around the empty hole at the 
center of the problem. But I still prefer those mouth-popping donut 
holes.
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Have you ever wondered why the phrase “You’re the bomb” offers a 
slangy compliment, whereas “You are the gas chamber” would not go 
over well in a romantic situation? (Clearly, I have.) This translation of 
nuclear imagery into benign, even sexy, language is not uncommon. 
When the word bikini crops up, most Americans think of the swimsuit 
rather than radiation sickness. Though perhaps not the intent in naming 
the bathing suit, it would be diffi cult to think of a better way to dimin-
ish the signifi cance of the Bikini Atoll’s annihilation by the twenty-three 
nuclear tests carried out on the South Pacifi c island by the American 
military between 1946 and 1958, collectively seven thousand times 
more powerful than the atomic device dropped on Hiroshima. In the 
very defi nition of obliteration, a single bomb vaporized three of the 
islands and sprinkled them, in the form of radioactive dust from 100,000 
feet in the air, onto inhabitants of islands farther north, forcing them to 
evacuate. Almost seventy years on, the islanders have not been able to 
return to this lethal paradise.

The name Bikini Bottom for the home of the popular children’s car-
toon character SpongeBob SquarePants may seal the insult. If not, the 
fact that UNESCO recently declared the Bikini Atoll a World Heritage 
Site surely does. Of the fi ve sites that were exposed to one megaton of 
open-air tests prior to 1963, including Nevada and two in the former 
Soviet Union, the atoll was selected as representative of the role that 
atomic bomb testing “played in shaping global culture in the second 
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half of the 20th Century.”1 Over fi ve hundred atmospheric nuclear 
weapons tests were conducted at various sites around the world between 
1945 and 1980, but UNESCO claims Bikini Atoll as “an outstanding 
example of a nuclear test site,” stating that the “authenticity of the 
material elements constituting the property is unquestionable.” Why? 
Because “human presence there has remained very limited because of 
the radionuclides produced by the explosions.” In the event that the 
area ever becomes inhabitable again, conservation must “include the 
protection of the land-based military remains.”

Specifi c state programs assisted in the U.S. domestication of terror 
about nuclear war. The post-WWII images of bomb tests that saturated 
American media, for example, choreographed a sterile, fungal sublime 
that many still associate with the bomb. American researchers scrupu-
lously documented the effects of radiation on the Japanese, but these 
images were not released in the United States.2 Americans of a certain 
age can still hum “Duck and Cover,” the song that instructed people to 
hide under desks or in doorways to save themselves from evaporation. 
The innocuous ditty perfectly connotes the Cold War promised differ-
ence of zero when it came to the balance of terror, with the American 
nuclear stockpile as the minuend and the Soviet arsenal as the subtra-
hend. It’s natural to forget that real terror was at stake, as easy as it is 
to miss the fact that “premium-plus” soda crackers really are top-notch. 
Rote phrases have a way of desensitizing one to their meanings.

Polished images of bomb blasts, combined with spectacles such as 
mass evacuations, placed the potential for nuclear disaster in the realm 
of the everyday, posing the idea that nuclear war, similar to other kinds 
of disasters, was just another facet of quotidian life while at the same 
time eliciting support for national defense spending. The government 
harnessed the same rhetorical methods, if on a rather grander scale than 
it had used to transform traffi c fatalities into “accidents,” in its efforts 
to conceal and refashion the new forms of illness and death purveyed by 
a nuclear culture, such as radiation poisoning and cancer.

Anthropologist Joseph Masco traces the enormous effort undergone 
by government to convince the public that a nuclear crisis could be 
“incorporated into everyday life with minor changes in household tech-
nique and a ‘can do’ American spirit.”3 This occurred, for example, when 
the government converted nuclear terror, a paralyzing emotion, into 
nuclear fear, which Masco describes as an affective state that would still 
allow citizens to remain calmish and able to act during a catastrophe. 
This emotional management required a two-pronged approach. First, 
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government advertisements asked citizens to “take responsibility for their 
own survival” by knowing what to do in the case of a nuclear attack. 
Second, campaigns directed people to fear widespread panic, rather than 
nuclear war itself, thereby defusing the bomb as the main threat. Even 
with the release of radiation with atmospheric bomb testing, the discov-
ery of high levels of radioactive strontium in American bones and teeth, 
and the corresponding increase in cancer rates along fallout routes and 
among nuclear workers, the government created an image of the nuclear 
threat as coming from the outside, never as the predictable and calculated 
consequence of American programs. News media and government 
spokespeople often described antinuclear activists as communists, lesbi-
ans, or hippies—not fully American.

Only recently have governmental agencies emerged with more infor-
mation, now warning people who were children, drank milk, and lived 
along fallout routes before 1963 to be aware of their heightened risks of 
thyroid cancer and leukemia as a result of their exposures.4 Current 
recommendations by the Environmental Protection Agency (EPA) and 
Food and Drug Administration (FDA) would have seen the removal of 
milk from U.S. supermarket shelves throughout the 1950s and early 
’60s for months at a time.5 Millions of gallons of milk would not have 
been sold, and millions of children would not have drunk it. Despite the 
refusal to study the health effects on Americans of nuclear fallout at the 
time (American studies were ongoing in Japan), the Atomic Energy 
Commission (AEC) acknowledged the physical effects of radiation by 
agreeing to alert Eastman Kodak in advance of nuclear tests: radiation 
caused unexposed fi lm to fog.6

Cancers caused by military activities aside, the disease and the mili-
tary served as perfect foils for one another. As a disease horrifi c enough 
to warrant virtually any treatment in the search for a cure, from pluto-
nium injections to massive doses of radiation and chemotherapy, cancer 
enabled the government to demonstrate the humanitarian potential of 
nuclear technology. Amid much controversy in medical spheres, the 
military funded experimentation with large-scale, brutal, promising 
“weapons” against cancer, while the disease was so feared that doctors 
more often than not did not disclose the diagnosis to their patients.7

That cognitive dissonance between the horror of the thing and its 
transformation into a banal everyday occurrence reverberates in con-
temporary cancer culture as well. Bad enough to warrant atomic-level 
treatment; how can the social narrative of cancer possibly be reduced to 
pink bracelets, pamphlets, and BMW test drives? A New York Times 
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article suggests that people returning to work after treatment will fi nd 
that wearing “a wig or hat and makeup that conceals a pale complexion 
will put colleagues at ease and make you feel better about yourself.” Or 
“Try a little humor, such as asking whether people like your wig, and 
maintain a positive attitude.”8 Many of the ways we are asked to think 
about cancer fi t all too well with Masco’s observations about govern-
ment strategies during the Cold War, which transformed “an unthink-
able apocalypse into an opportunity for psychological self-management, 
civic responsibility, and ultimately, governance.”9

Just as fear incontrovertibly shapes our understanding of the bomb, 
so it is a central, understudied aspect of cancer. Fear of cancer starts 
early. If you are educated and middle class, you likely eat organic food, 
wear your sunscreen, and get your colonoscopy. If you take an active 
part in the medicalized and marketized socialization around cancer, you 
probably feel at least vaguely self-congratulatory as you do your bit to 
avoid it. Witness the shock so many people experience upon diagnosis 
(“but . . . but I did everything right!”).

Cancer stands in ill repute, and its bad rap precedes it. Thus, little-
understood assumptions about fear (and fear of fear) pervade the interac-
tions around both early-stage and terminal cancer. For instance, the Amer-
ican Cancer Society’s deputy chief medical offi cer Len Lichtenfeld discusses 
the valid problem of how (and if) doctors should manage fear in the diag-
nostic procedure, where the very word cancer may prevent a patient from 
absorbing important information about monitoring symptoms.10 Screen-
ing debates acknowledge that diagnostic procedures carry the “risk of 
negative emotional consequences” and that this emotional fallout should 
be considered when attempting to make a cancer diagnosis.11

Even early-stage cancers that require relatively simple surgeries to 
remove and have virtually 100 percent survival chances can carry huge 
emotional burdens. Science historian Steven Shapin writes of two 
women, one of whom has cancer and goes through treatment and the 
other of whom has been tested and is negative. He notes that “their 
experiences eerily resemble each other.”12 This description of a similar-
ity between a fear and a treatment could only be accurate in a world 
that takes fear of cancer as defi nitive of the experience of it (and even 
then it requires a rather signifi cant disavowal of the intensity of cancer 
treatment).13 Yet the publishability of this idea—that being-tested-for-a-
disease-you-don’t-end-up-having resembles cancer treatment—shows 
the extent to which fear has become a powerful, and problematic, cur-
rent in the very defi nition of cancer.
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From another angle, who can blame a doctor for being disinclined to 
give someone what is basically a death sentence, or for worrying that a 
patient will break down in her offi ce? One nurse told me about a patient 
who was removed from a doctor’s offi ce in a straitjacket after being 
diagnosed with metastatic disease. Little literature addresses, head on, 
the question of precisely how fear should be considered in the mix that 
we call cancer, from screening policy to physician training, from sup-
porting caretakers to pamphlet design, from the period of survivorship 
to replacing a plastic bottle.

No matter how innocently, the attempt to assuage the fear can trig-
ger misinformation. Cancer patient literature, with its ubiquitous pho-
tos of smiling patients and competent, relaxed caretakers, offers another 
example of a place where fear might benefi t from acknowledgment and 
more careful analysis. In a memoir about his mother Susan Sontag’s 
death from chemotherapy-induced leukemia, David Rieff writes about 
the infantilizing language of an informational pamphlet: “The gap here 
between language and reality is simply too great [to convey useful infor-
mation about cancer], and is actually a disservice to most patients and 
their loved ones, and, I suspect, even for physicians and nurses as 
well. . . . It may be appropriate to ‘redirect’ a small child who is upset 
about something. It is not appropriate to ‘redirect’ an adult cancer 
patient.”14 These insulting misdirections have become an inside joke 
in survivor cultures, as I continually witnessed in retreat discussions. 
Miriam Engelberg, a cartoonist whose book ends abruptly after she has 
been rediagnosed with metastatic disease, captures this misdirection 
perfectly in her book Cancer Made Me a Shallower Person (fi g. 21). 
Reading this laugh-out-loud book on cancer ephemera tickles that now-
familiar comfort-terror-solidarity spot of chemofl age.15

When I spoke to a former nurse about the sanitized patient informa-
tion, she said that if brochures and doctors adequately described the 
procedures—if, for example, people really understood what a bone 
marrow transplant entailed—they might well opt out of the treatment. 
In this light, the fear management approach makes sense at one level, 
but it comes with costs: being treated like a child or an idiot has its own 
psychological ramifi cations. As much as the grief of losing his mother 
constituted Rieff’s experience of cancer, so did his fury at the way the 
process of cancer was misrepresented.

I noted in the introduction that the twentieth- and twenty-fi rst-
century defi nition and management of what we call cancer tracks with 
the institutions that have come to defi ne America—the military, postwar 
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big medicine, technology, advertising (imagine the swelling orchestra in 
a Made in America commercial). But one of cancer’s biologically defi n-
ing features—the lag between exposure and symptom—enables us to 
clearly (and misleadingly) separate it from these industries. As I mention 
throughout this book, it is virtually impossible to prove that a particular 
exposure has led to a specifi c injury by cancer. This latency partly 
accounts for cancer’s everywhere- and nowhereness. If cause can’t be 
shown, how can cancer be located? Is it in the body or in the culture 
around it? Does it arise through practices such as smoking, or through 
screening that potentially detects too much of it? Everyone knows some-

figure 21. Miriam Engelberg, in her book Cancer Made Me a 
Shallower Person, comments on the patient who is always smiling 
in cancer pamphlets.
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one who has or had it, but where is the thing we can point to, the evi-
dence that Something Is Being Done? American laws and regulations for 
the most part are built around immediate and provable causation, not a 
death fi fty years later, and thus the debates about how many cancers are 
environmentally caused are likely to continue for many more decades.

On the one hand, many Americans realize that carcinogens buttress 
the American economy. On the other hand, we rarely consider the 
actual people living with and dying from cancer as being a sacrifi ce to, 
and a structural result of, our use of these toxins. Some of this disjunc-
ture results from campaigns (think pink) that divert attention away 



186  |  Chapter 8

from the links between chemical exposures and the disease. Framing 
survivorship as a personal accomplishment further separates cancer 
causation from its manifestations. Cancer becomes a passively occur-
ring hurdle to be surmounted by resolve rather than the direct effect of 
a violent environment, as incongruous a substitution as a lisp versus a 
gunshot wound.

Even if we did consciously decide (rather than simply fail to collect 
the data) that the injuries resulting from the daily use of proven car-
cinogens are a worthy trade-off for a certain standard of living—one 
that includes chewy toys, spray cleaners, and cheap cherries—the 
injuries would neither go away, nor would they be evenly distributed 
among those who made the decision. Unlike lead exposure through 
gas and paint or mercury exposure through dental amalgams and 
tuna fi sh, which can subtly decrease coordination and intelligence in 
whole swaths of a population without attracting notice, cancer signi-
fi es a specifi c, diagnosable, singularly borne disease. Cancer may be 
widespread, but it strikes clearly individuated victims. Environmen-
talist advocates suggest that we could get rid of cancer if only we 
could get rid of the carcinogens. Whether that’s true or not we may 
never know. In the meantime, the languages that justify cancer at 
the individual and social levels reveal valuable information on who 
we are.

A minuet is a social dance. Partners mutually agree on the cadence 
of the steps. The rest of this chapter examines the underpinning cho-
reography of some of cancer’s dissonances and the languages that 
squash these dissonances into a strict cadence. In searching fi rst for 
the everywhere- and nowhereness of environmental exposures, I’m 
not particularly arguing that the environment should be cleaned up 
(although I think it should) or that such a cleansing would eliminate 
cancer (maybe it would, maybe it wouldn’t). Rather, I want to exam-
ine the broader costs of accepting the general lack of proof, despite 
serious suspicion, about cancer’s causes. This sets the stage for the 
second act of this chapter, where I analyze the virtual eradication of 
cancer and carcinogenic exposures as legally compensable injuries 
through “fear of cancer” lawsuits. The government’s attempt to use 
graphic warnings on cigarette packaging serves as the chapter’s 
denouement. Somewhere in each of these episodes, we’ve been inter-
polated as partners, asked to accept a logic of cancer that both piques 
and diminishes the fear.
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exposure

In 1971, Congress charged the newly constituted President’s Cancer 
Panel with monitoring the multibillion-dollar National Cancer Program. 
Each year, this panel of two to three experts writes a report to the U.S. 
president on cancer-related topics. Reports generally cover noncontrover-
sial aspects of cancer, such as diet, survivorship, racial disparities, insur-
ance, and drug development. However, the 2008–2009 report, written by 
two members appointed by George W. Bush, examines the use of indus-
trial, military, and agricultural carcinogens. Making the case that cancer 
programs have grossly underestimated the real costs of environmental 
pollutants, it details the true burden of environmentally caused cancers. 
The report notes, for example, that of the eighty thousand chemicals in 
daily use in the United States, only a few hundred have been studied for 
carcinogenicity. Ultimately, the report “most strongly” urges the presi-
dent “to use the power of your offi ce to remove the carcinogens and other 
toxins from our food, water, and air that needlessly increase health care 
costs, cripple our Nation’s productivity, and devastate American lives.”16

The report offers a succinct and straight-talking overview of can-
cer causation in the United States, pointing out that U.S. rates of 
cancer remain higher than those of other industrialized nations. It 
also lists the primary challenges faced by Americans, as follows: lim-
ited, underfunded, and scattered research on the environmental 
causes of cancer; reliance on animal studies (whose subjects can be 
bred to have higher tolerances for chemicals); a lack of data on low-
dose exposures and combinations of exposures; ineffective regula-
tions; medical radiation exposures that are often underestimated by 
physicians; and hazardous, unmeasured, and concealed exposures by 
the military (in weapons testing and development, for example).17 
The report further notes that the medical community has not taken 
seriously clear correlations between environmental exposures and 
cancer. Although less than 5 percent of cancer diagnoses can be linked 
directly to inherited genetic traits, the primary focus of medical can-
cer research has consistently honed in on the genetic causes of can-
cer.18 Physicians rarely ask about exposures to carcinogens in patient 
interviews, even though rates for certain types of cancer can be clearly 
correlated to occupational exposures.19

Using well-known examples such as lead, asbestos, plastics, and other 
common household and medical materials, numerous authors have 
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detailed the political barriers to regulating dangerous chemicals and 
products.20 Unlike European regulations that tend to rely on a precau-
tionary approach, in the United States “a hazard must be incontrovertibly 
demonstrated before action to ameliorate it is initiated.”21 In other words, 
while European governments regulate chemicals based on initial evidence 
of toxicity, the U.S. government allows even chemicals ranked as “likely,” 
“potential,” and “actual” carcinogens to be produced and used for many 
years until adequate proof of danger has been gathered (the passive voice 
is appropriate here, since it isn’t clear, often, who would collect the data). 
Industries maintain unique access to political power through well-funded 
lobbyists who work to keep ingredient lists off product packaging and 
ensure that manufacturers need not disclose the carcinogens in proprie-
tary ingredients.22 Commonly used known carcinogenic chemicals such 
as cadmium, phthalates, asbestos, chromium, diesel fuel, mercury, and 
formaldehyde require no federal labeling or warnings.23

The report identifi es numerous hazardous materials in our everyday 
lives. For example, agricultural industries pour eighty million pounds of 
the herbicide atrazine, an endocrine disruptor and possible carcinogen, 
onto U.S. soil each year, though the chemical was banned in Europe in 
2004 because of its toxicity (despite its being manufactured by a Euro-
pean company, Syngenta).24 Often these chemicals linger in the environ-
ment. The pesticide dichloro-diphenyl-trichloroethane (DDT; see fi g. 22), 
banned in 1973 thanks in large part to the work of Rachel Carson, 
remains ubiquitous in American bodies, foods, and environments forty 
years later.25 A recent study of randomly sampled foods found DDT 
metabolites in 60 percent of heavy cream samples and 28 percent of car-
rots,26 while another study found a fi ve-fold increase in the risk of breast 
cancer among young women who as girls had been exposed to DDT.27 
Similarly, polychlorinated biphenyls (PCBs), slowly degrading carcino-
gens banned in the late 1970s, are still found in human fl esh, soil, water 
sources, and the walls of buildings.28 The EPA classifi es approximately 
forty registered chemicals used in pesticides as known, probable, or pos-
sible human carcinogens.29 Over 75 percent of food in American grocery 
stores has residues of one or more pesticide chemicals.30

Bisphenol A (BPA), used in the manufacture of plastics, is found at 
biologically active levels in 93 percent of Americans, and 130 studies 
have linked BPA to breast cancer, heart disease, and liver abnormali-
ties.31 Despite much recent attention in the media, BPA is still legal 
and commonly used in food packaging; it requires no labeling or 
warning. It has only recently been banned in children’s chewable toys 
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and bottles—just because the popular Nalgene water bottles are now 
BPA-free doesn’t imply an industry-wide level of regulation. Even 
when a particular carcinogen has garnered press, most Americans 
remain ignorant of most known carcinogens, and low-income people 
are more likely to suffer exposures due to working conditions and 
geographical stratifi cation.32

The Cancer Panel Report, at nearly 150 pages, details the hazards of 
living and dying in America and the ways and reasons that these risks 
continue to be underestimated, unknown, and covered up. From this 
exhaustive document, two critical points emerge for thinking about 

figure 22. Photographs and fi lms in the 1940s and 1950s often featured children 
playing in DDT or being sprayed with the chemical while eating lunch. None of these 
children were followed to gain a long-term understanding of the effects of DDT. (Photo 
by George Silk, 1948; reproduced by permission of Getty Images)
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toxic exposure. First, we simply do not understand toxic body burdens. 
Studies have shown that virtually all Americans are now born with 
body burdens of known toxic chemicals.33 However, well over a decade 
after the EPA was mandated with identifying human exposures to endo-
crine disruptors, it has yet to develop screening tests.34 Not only do we 
have no frameworks to understand exposures, but the “pure” body that 
underlies so many ideas of cause simply does not exist. When it comes 
to toxic exposure and humans, there is no such thing as a blank slate.

A second problem arises from the fact that U.S. regulatory agencies 
tacitly permit the use of toxic chemicals if their benefi ts outweigh the risks 
they pose. The EPA allows chemicals that do not pose an “unreasonable 
risk to man or the environment, taking into account the economic, social, 
and environmental costs and benefi ts of the use of any pesticide.”35 (Atra-
zine, for example, increases agricultural productivity by an estimated 3–6 
percent.) Obvious contaminants pollute this logic. For one thing, citizens 
unequally absorb the risks, costs, and benefi ts depending on factors such 
as their occupation, gender, race, age, and geographic location, such 
that the categories used by the EPA—“man,” “environment,” “costs,” 
“benefi ts”—bear no necessary overlap to enable comparison.

Whole libraries of books have been published detailing all the ways 
that American industry and the military have produced deaths, fear, 
and uncertainty. We don’t need more proof of that. Rather, I’m struck 
by the seeming inability to bring this production of cancer (with the 
notable exception of cigarettes) to the fore of cancer research, law, 
and history. There is a pervasive social taboo—an uncoolness, so to 
speak—around recognizing cancer production, opposing that produc-
tion, or expressing genuine fear about living in this chemical cesspool. 
This cultivated inhibition plays a key role in the making of cancer.

The most powerful culture-makers—industry, government, medicine—
have been slow to recognize, let alone advocate for research into, the con-
nections between environmental toxins and the disease. If fear results in 
part from the unknown, then keeping things unknowable contributes to 
the circulation of an unattributable anxiety. Ask anyone whose heart has 
pounded when a kindly doctor responded to her questions with a shrug 
and a sad look in his eye.

faustian bargain

As we saw in chapter 4, tort law offers an awkward and expensive cost-
sharing ideal. Theoretically, the law protects citizens from the dangers 
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of products or actions.36 A plaintiff must prove, in launching such a suit, 
that, fi rst, he has an injury, and second, the injury has been directly 
(“proximately”) caused by the product or action of the defendant. His-
torically, tort law ensures that all costs of production—including the 
costs of injury—remain visible and taken into account. However, in the 
case of exposure to a carcinogen, such proof is virtually impossible to 
provide. Thus, exposing people to carcinogens carries virtually no risk 
of lawsuits from injured parties.

The delay in the onset of some kinds of injury—such as cancer—has 
led courts to accept a claim for “toxic tort,” which enables someone to 
bring a suit long after the statutes of limitations would normally have 
run out. Some cases have successfully been brought because a cancer 
was rare enough to be directly related to an exposure (asbestos and 
mesothelioma, hairspray and angiosarcoma of the liver, cigarettes and 
lung cancer), even past the usual one- or two-year statutes of limita-
tions. But most generic, common cancers have no demonstrable cause. 
Perhaps they resulted from multiple exposures, or perhaps only one. 
Perhaps none. Who knows?

People who have been exposed to carcinogens have two practical 
legal choices, each of which differently juggles the problem of proving 
an injury and proving its proximate cause.37 In the fi rst scenario, a 
potential plaintiff can wait to see if she develops cancer and then 
attempt to prove proximate cause in a toxic tort. The necessary delay 
in bringing this kind of complaint will run several risks: the company 
may no longer exist when the suit is brought; the cancer may not be 
linkable to the exposure; the patient will have to front the costs of the 
cancer screenings and treatments. 

Alternatively, a plaintiff can open a case immediately after exposure 
under standard tort rules. Since the plaintiff will not yet have devel-
oped cancer, she must claim that the injury is emotional rather than 
physical. In “fear of cancer” cases, injury refers not to cancer itself, but 
to the plaintiffs’ fear that they may, in the future, develop cancer as a 
result of their exposures.38 These suits have proven practically impos-
sible to win. Consequently, the tort system has failed to render cancer 
into a legible injury.

One such “fear of cancer” suit that set the standard in California and 
most of the United States came before the state Supreme Court in 1993. 
In Potter v. Firestone Tire and Rubber, the court acknowledged the 
legitimate nature of fear-of-cancer claims; nevertheless, for reasons dis-
cussed below, it reversed a lower court’s award of punitive and general 
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damages and remanded the case for retrial.39 The court acknowledged 
the legitimacy of the plaintiff’s fear-of-cancer claim; yet it found for the 
corporate defendant. In its decision, the California Supreme Court set 
an extremely high bar for the plaintiffs to meet in order to recover dam-
ages under a negligence theory. One could reasonably argue that the 
intent of the Potter decision was specifi cally to prevent further fear-
of-cancer lawsuits.

The facts and allegations presented in the case were as follows: Between 
1967 and 1980, Firestone disposed of toxic chemicals and known human 
carcinogens at the Crazy Horse dump in Salinas, California, despite hav-
ing been required to abide by environmental standards for disposing of 
hazardous waste because of the dump’s proximity to local residents’ 
drinking-water sources. In 1984, benzene, toluene, chloroform, and vinyl 
chloride were found in local wells, in a chemical fi ngerprint later found to 
be identical to that of the chemicals dumped by Firestone. About 6,200 
people within three miles of the site had consumed contaminated drink-
ing water, and in 1987 the City of Salinas bought the houses in the 
affected area and bulldozed them.40 Two families sued Firestone.

Because internal Firestone documents revealed that plant managers 
knew that the company had been illegally dumping the chemical wastes 
from its vulcanization processes since 1977, the plaintiffs were awarded 
over $1.3 million in compensatory and $2.6 million in punitive dam-
ages. When Firestone appealed, the California Supreme Court reversed 
the decision on the grounds that the plaintiffs had failed to prove that 
they had a legitimate fear, which would require establishing the follow-
ing: (1) that Firestone’s conduct was specifi cally directed at them and 
(2) that the exposures were more likely than not to result in cancer.41 
The court remanded the case for retrial to allow the plaintiffs to prove 
that the defendants were “aware of the presence of these particular 
plaintiffs and their use and consumption of the water.” They chose 
instead to settle out of court.42

The state Supreme Court interpreted the law as requiring plaintiffs 
to prove that their fear of cancer stems from knowledge, corroborated 
by reliable medical or scientifi c opinion, that they are more likely than 
not to develop cancer in the future due to the toxic exposure. Plaintiffs, 
the court stated, could avoid this high standard of proof only if they 
are able to show that the defendant acted “recklessly” or “outra-
geously.” In that case, they would only have to demonstrate that the 
“actual risk of cancer is signifi cant.” (Though just what “signifi cant” 
means is not clear.)
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Meeting this burden of proof would require nothing less than a ran-
domized controlled trial, and one that exposed a population to a similar 
panel of chemicals and compared it over time to an unexposed group—
both unethical and impossible given the short span of human lives and 
the newness of many of the chemicals. Practically speaking, the court 
made it impossible to bring a complaint against a person or company 
who knowingly exposes others to carcinogens.

The pseudoscientifi c language of a “more likely than not” threshold 
makes it appear sensible. Yet closer scrutiny suggests that this threshold 
would allow a chemical exposure that kills off 20, 30, 40, or even 49 
percent of a population—as long as the company does not directly tar-
get individuals. If, after an exposure, forty-nine in a class of one hun-
dred sicken and die, the more-likely-than-not threshold will not have 
been met. Even after an actual cancer diagnosis, each individual would 
initially have been more likely to not have developed cancer. The levels 
of cancers caused would have to be stunningly high—and provable in 
advance—for these cases to be won.

Ironically, one of the court’s major concerns in fi nding for the plain-
tiffs was the vast political and economic problem of carcinogenic expo-
sures. The court stated: “All of us are potential fear of cancer plaintiffs, 
provided we are suffi ciently aware of and worried about the possibility 
of developing cancer from exposure to or ingestion of a carcinogenic 
substance.”43 In the early 1970s, scientists found that one such sub-
stance, vinyl chloride, at low doses causes cancer in animals. Yet this 
ubiquitous chemical continues to appear in hairspray, saran wrap, car 
upholstery, shower curtains, fl oor coverings, and hundreds of other 
consumer products. As a chemical supervisor wrote in 1973, if lawsuits 
were brought over vinyl chloride, the industry would have “essentially 
unlimited liability to the entire U.S. population.”44 While the Califor-
nia Supreme Court recognized the depth of the problem, at the same 
time it refused to take on the role of adjudicating the justness of such 
exposure.

In making its policy claims in the Firestone case, the court relied 
heavily on an article by Robert Willmore, an attorney who, according 
to his website, “supervised the defense of over $100 billion in tort 
claims against the federal government involving such areas as asbes-
tos, Agent Orange, radiation exposure, environmental and toxic torts, 
and aviation disasters.”45 Willmore states that allowing fear-of-cancer 
claims would “make it much more likely that a person exposed to 
small amounts of a carcinogen will sue rather than shrug off the risk 
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as one more of the numerous small cancer-causing risks to which we 
are all constantly exposed.”46 Willmore, in other words, asks us to 
wave off all exposures as equivalent, everyday occurrences. In his 
analysis, the Firestone exposure would be no different than using a 
microwave.

Rather than demonstrating that large awards may act as a deterrent 
to companies like Firestone, Willmore worries about plaintiffs. He 
claims (without grounds) that large awards are more likely to increase 
the number of plaintiffs who are willing to deceive. “They may feel, 
after all, that they are entitled to something for having been exposed 
in the fi rst place.” He further argues that “the understandable fear 
of a surge of cancerphobia liability was one of the issues that led to the 
ultimate defeat by fi libuster in 1988 in the Senate of a Worker High-
Risk Notifi cation Bill (S. 79),” a bill that would have required employ-
ers to inform workers about their exposure to carcinogens.47

Potter v. Firestone represents just one of many instances of litiga-
tion in which the court has justifi ed erring in the defendant’s favor 
with the argument that a fi nding for the plaintiff might lead to a land-
slide of claims about dangerous exposures. The Cancer Panel Report, 
meanwhile, indicates that fear-of-cancer claims (and the judicial fear 
of such claims) would in some cases have validity. Turning claims 
about exposures into claims about fear or a platform for potential 
deceit at once diminishes legitimate fears and concerns and prevents 
cancer injuries from gaining traction as compensable injuries. This 
legal logic increases the ability of some people and companies to 
expose populations to carcinogens without incurring any costs, while 
decreasing the ability of those exposed to those chemicals to chal-
lenge such exposures. For anyone living with exposure, fear, cancer, 
or all three, such logic increases cognitive dissonance to a near-toxic 
level.

prodigal son

Tobacco, now the most politically acceptable object of anticancer 
awareness, history, and activism, offers the most visible representation 
of disease and death. With cigarette warnings, the government has 
attempted to manage behavior through a unique combination of aware-
ness about the inherent dangers of tobacco products and negative 
provocations about the consequences of using it. Because of its extreme 
lobbying power, the tobacco industry has dodged regulation by the 
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FDA, Occupational Safety and Health Administration (OSHA), and 
other federal agencies and so legally produces one of the few products 
that regularly and predictably injures and kills its consumers as a matter 
of course. We’ve now reached a stalemate: governments rely on the 
taxes that sales generate, and many smokers have been unable or unwill-
ing to quit.

The fi rst health warnings appeared on cigarette packages in 1966. 
They resulted from a great deal of negotiation between the Federal 
Trade Commission and industry, and read: “Cigarette smoking may 
be hazardous to your health.” The industry soon came to see this 
warning as positive, since it bolstered their assertion in litigation that 
consumers knowingly accepted the dangers when they opened a pack 
of cigarettes.

The peculiar legal, regulatory, and marketing history of cigarettes 
eventually led to the partial regulation of tobacco products through the 
FDA (a result of the 2009 Family Smoking Prevention and Tobacco 
Control Act). In an effort to undo the age-old image of smoking as a 
glamorous, sexy, daring, pleasurable habit, the agency chose a set of 
warnings for 2012 release based on their ability to stimulate strongly 
negative emotional responses. The proposed cigarette warnings attempt 
to overcome the lag between smoking and injury by illustrating the 
potential consequences of smoking directly on the box. These images 
can’t be mistaken for the Lance Face.

The FDA aimed to scare people away from smoking—in their words, 
to elicit “strong emotional and cognitive reactions to the graphic ciga-
rette warning label,” to enhance “recall and processing of the health 
warning.”48 These graphic warnings would offer—as they do in Can-
ada, Australia, and other countries—one of the few places in the public 
domain where realistic images of cancer appear: no sanitized, patroniz-
ingly pretty pictures here. (Early detection ads also aim to instill a fear 
of cancer and of the consequences of delay, but more often they convey 
a stylized or sentimental notion of cancer, which is no image of cancer 
at all.)

In selecting a warning for the tagline “Cigarettes Cause Cancer,” 
the FDA studied a series of images. These included one used in Cana-
dian labels, which depicts a former model who was photographed as 
she was dying of lung cancer (or being killed by cigarettes?). Cropped 
down from a larger photo that includes a nurse and hospital IV equip-
ment, the image (fi g. 23) clearly portrays a young woman (young to be 
dying of cancer, anyway) in an angled hospital bed, her gender evident 
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only from the painted fi ngernails—perhaps the fi nal gift of a friend, 
family member, or lover. The Canadian warning depicts consequences 
by naming this person and stating her age at death: “Barb Tarbox died 
at 42 of lung cancer caused by cigarettes.” The warning itself—“this 
is what dying of cancer looks like”—poses as both information and 
fear factor, though it could be read with a hint of sarcasm—You still 
want to smoke? The ad then gives encouragement (“You can quit”) 
and an offer (“We can help”), followed by a phone number and a 
website URL.

The FDA ultimately found that an image of mouth cancer (fi g. 24) 
better met the ability of viewers to remember and respond to it, and so 
chose it over the Tarbox image and several others. The studies that the 
FDA relied on suggest that disgust provokes more of a physiological 
response in individuals than does fear (though both are related and dif-
fi cult to measure), accounting for the greater recall success of the mouth 

figure 23. This image of the late antitobacco activist and 
smoker Barb Tarbox appears on Canadian cigarette boxes 
with the warning, “This is what dying of lung cancer looks 
like.” The Canadian warnings take up three-quarters of the 
surface of the package.
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cancer image.49 Arguably, it matters whether cancer is represented as 
something to be avoided because it is disgusting or because it is scary. 
Still, the negative affect differs from the airbrushed visual iconography 
of cancer hospital brochures, patient pamphlets, or pharmaceutical 
advertisements, which aim at encouraging affective attachment to an 
HMO, reducing the fear around a potential treatment, or plugging a 
chance of survival.

At the date of this writing, a U.S. Court of Appeals in Washington, 
D.C., has upheld the tobacco companies’ claim that the warnings vio-
late their First Amendment right of free speech, since the warning 
requires them to engage in advocacy on the government’s behalf. A 
Cincinnati Federal Court of Appeals upheld the FDA, leading many 
to speculate whether the Supreme Court will hear the issue. The 
graphic warnings signal an ambiguity. While unwilling to take ciga-
rettes off the market, even though they present many dangers and no 
benefi ts (the standard cost-benefi t model for other products), the gov-
ernment at least aims to provoke a physiological and psychological 
response at the moment of purchase and consumption. The cigarette 
warning conveys the message, “If you smoke, a bad thing will eventu-
ally happen, so choose not to buy this package.” In other words, the 
images imply governmental and regulatory protection against the 

figure 24. In 2009, the FDA, authorized to regulate the manufacture, distribution, 
and marketing of tobacco products, proposed graphics intended to cover 50 percent 
of each cigarette package. In 2012, a Washington, D.C., federal judge and a federal 
appellate court both ruled that the requirement was unconstitutional, as it compelled 
specifi c kinds of commercial speech. In the FDA’s defense, the government claimed 
that the warnings offer legitimate public-health messages. At the time of writing, the 
Supreme Court has yet to decide whether to hear the case. (Courtesy of the FDA)
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dangers of cigarettes, even as the addictive qualities of cigarettes con-
tinue to go unregulated. Something Is Being Done, the warnings seem 
to say. And to be sure, regulations now control such issues as where 
people can smoke and where and how the product can be advertised. 
But the physical design of the product remains in the hands of the 
manufacturers.50

Cigarette development, consumption, epidemiology, and litigation 
offer an extreme exception to environmentally caused cancers, rather 
than an exemplary case, despite the prominence of tobacco and ciga-
rettes in many mainstream cancer histories. The product remains, now, 
much easier to “expose” to a mainstream audience than, say, the mili-
tary or medical causes of cancer. Antitobacco advocates and govern-
mental health agencies represent tobacco as the “leading cause of pre-
ventable death”; however, a more accurate description would portray 
tobacco as the substance most easily correlated with cancer. Although 
the initial epidemiology making the link between smoking and lung 
cancer was anything but straightforward (as chapter 7 examines), the 
rarity of lung cancer prior to cigarettes and the solid science that has 
proven smoking’s addictive and carcinogenic aspects have led to an 
accepted causal connection. Despite the unique aspects of the smoking 
issue, one might well ask why the so-called leading cause of death 
attracts so much governmental attention (albeit an attention focused 
solely on product use rather than product design), while other potential 
causes (as outlined in the Cancer Panel Report or the chapter on IVF) 
attract practically none. And not only do they garner no attention, but 
anyone who dares consider these forms of causation risks being labeled 
a paranoiac. Only dorks worry about environmental toxins. After all, 
they’re everywhere.

In his ethnography of New Mexico, Understories, Jake Kosek cap-
tures the specter of cancer as pervading the environment, hovering 
beyond explanations of cause. Kosek relays a conversation he had with 
a woman about her husband, a blue-collar worker in Los Alamos whose 
job required him to scrub the radiation out of worksites. After he died 
of cancer, she said, “He  [knew]  where the cancer came from—we all 
do—but it’s hard to admit you were wrong and it’s hard to bite the 
hand that has fed us for over thirty years. Besides, . . . it’s hard to know 
for sure.”51

Perhaps the creation of the special case, such as cigarettes, gives an 
impression of controllability and causality, as opposed to resigning our-
selves to the fact that we all live in a general cancer universe. When 



Fallout  |  199

cause seems clear, shame, fear, and the diminution of fear build a social 
and biological paradox of uncertainty.52

conclusion: fallout

When I see the obituary of someone who had a cancer recurrence after 
two decades, I panic, thinking that someone close to me will read it and, 
reminded of my tenuousness, not want to be my friend. I dread seeing 
friends and family get skinny and old-looking and bloated; I’m fright-
ened of what the people who take the corpse will say as they lug it down 
the stairs and out the door, of what my own dead face will look like. 
Fear, that sticky, primal emotion, cements so many unspoken elements 
of the cancer conglomerate.

The advice in the New York Times article mentioned earlier in this 
chapter (just tell a joke and wear a wig!) turns cancer survivorship 
from an emotional and physical state into an ability, a private trait 
rather than a communal effort and responsibility. Such advice 
instructs the cancer survivor to position herself in a socially accept-
able role as an ennobled survivor who has undergone a personal trag-
edy, bravely shrugging off the failure of the state to regulate carcino-
gens, to provide healthcare, to control medical costs. This self-help 
literature rarely addresses the material needs of survivors. Nor does 
it recognize a system that often ejects patients without educating 
them on follow-up care, the symptoms of recurrence, or even, often, 
the basic details and potential consequences of the treatments they 
have already received.53 None of the literature acknowledges another 
aspect of being a survivor: that feeling of sacrifi ce, of having taken 
the fall for all those others who now don’t have to enter life in prog-
nosis. I’ve never seen a scrap of oncology literature address the “why 
me?” question—not the existential “why me?,” but the real, caus-
ative question of why, specifi cally, me?—though most cancer patients 
or survivors I know speak of how excruciating it is to try and piece 
together an answer.

There’s nothing wrong with trying to pass, with wearing a wig so as 
not to be stared at. There’s nothing wrong with turning inward to one’s 
family in times of struggle. It’s like the bomb shelter images from the 
1960s, which, as Masco describes, confer the normalcy of gender roles 
onto cement-walled living rooms, where mom prepares a meal while 
dad reads the newspaper or fi ddles with the radio, protected from the 
dark cloud outside (fi g. 25).54 But there may be other responses as well 
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as taking comfort in the structures we know so well, especially when it 
isn’t clear that they serve us well.

One study found that “hospice in-patients who had witnessed the 
death of other hospice patients were signifi cantly less anxious and 
depressed than those who had not.”55 Sometimes we die in the way we 

figure 25. In the popular Fallout Shelter Handbook (New 
York: Fawcett, 1962), Chuck West describes how to build and 
stock a bomb shelter. The cozy space replicates a midcentury 
living room, complete with an aproned housewife preparing 
dinner as Daddy fi nishes reading a magazine. One does not 
fi nd in this booklet information on the military’s role in creating 
cancer, even though one in ten Americans today lives near a 
toxic military site.
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predicted, sometimes earlier, sometimes capriciously. Dancer Isadora 
Duncan died when her hand-painted silk scarf tangled with the open 
spokes of a car in Nice. Sometimes a cancer patient dies of a stroke, and 
sometimes someone who would eventually have been diagnosed with 
cancer dies in a terrorist attack. But we will all die. And when added to 
all the other levels of perpetuated fear and unknowing—cultural, chem-
ical, legal, emotional—denying looming death only increases the fright-
ening cognitive dissonance.

As any kid on Halloween knows, even a fun wig can make things 
scarier.
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Whenever I move house, around midnight on the fi nal day of the lease I 
end up with a little pile of things in the middle of my furnitureless place, 
things that don’t really belong in any of the labeled boxes and yet that 
don’t quite seem like trash: a jar of pennies, a Niagara Falls keychain, a 
sentimental Christmas ornament.

After my cancer treatment, as I packed up to leave my parents’ home, 
the dreaded mound accumulated in my closet. In this case, I had bottles 
of pills I could sell on the street for hundreds of dollars. I had a couple 
of round cloth envelopes, each stuffed with an adjustable fake cotton 
puff and fastened with Velcro. A huge gel prosthesis drooped over the 
edge of the shelf. Other items had come in mortifying circumstances, 
but the acquisition of the prosthesis had been as straightforward as 
sizing a pair of sneakers. Next to the prosthesis sat a case of Ensure 
protein drink we had bought for my then-partner’s sister just before 
she died. The tidy, cloying labels (Complete Balanced Nutrition! 
Protein to Help Build Muscle Mass!) belied Jane’s last few days in a 
wheelchair, when she was barely able to talk. A used wig, which I 
had selected at the cancer center from a massive mound but never 
really wore, poked out from a manila envelope like a squirrel sniffi ng 
for danger. The cancer fracas had curated this tiny, now anachronistic, 
collection.

The objects in this uncanny heap had served not merely as isolated 
stand-ins for a body, but as crucial conduits for some semblance of a 
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social life, for a normalcy that was by no means assured. They deci-
phered me. They enabled me to partake in life among friends and 
strangers—or at least to imagine the possibility of doing so. In some 
ways, they mimicked the role of the pathology report in its translational 
project between cells and physicians. With my pathology report, the 
material of my body (that me and not-me tumor) seemed to be literally 
lifted out of my self and into data. The objects in the closet, unlike the 
data that represented parts lifted out of me, and been plunked into me 
in order to rebuild a prior, or recognizable, or acceptable self. Or that 
was the intent, anyway.

Italo Calvino wrote about the simple act of taking out the garbage: 
“My relationship with the poubelle [trash can] is that of the man for 
whom throwing something away completes or confi rms its appropria-
tion; my contemplation of the heap of peels, shells, packaging and plas-
tic containers brings with it the satisfaction of having consumed their 
contents.”1 My knoll of scraps wasn’t quite debris in this sense, but it 
still embodied a sense of uncertainty, of viciously shifting value. Should 
I need them again soon, I would cherish those pills. If not, eventually 
they would expire, worthless. The most priceless situation would be not 
to need them, ever. These cusp objects were either imperative or mean-
ingless, but nothing in between. The whole concept of worth took on a 
distorted quality, with me happiest when these valuable goods were 
totally useless; disgusting, even.

Had I fully consumed or appropriated these items? Was I ready for 
them to be junk? If they were trash now, what had they been to begin 
with? My cancer stuff had offered me opportunities, both ethnographic 
and otherwise, including a gateway to performing normalcy. Even the 
Port-a-Cath—yes, that’s the real name for the catheter opening affi xed 
to one’s chest—had made me into a favored patient. In having it exca-
vated I fi nally trashed that patient role, just as refusing the cheap 
warmed blankets in the freezing-cold chemo room felt in some pathetic 
way like rebuffi ng the part of helpless object. Only patients have blan-
kets on their laps: one blanket + one gown = one patient. No blanket, 
one might want to think (or at least I did), disrupts the equation.

Hospital staff generally seemed to like an implanted, semiperma-
nent orifi ce for chemotherapy, since it meant they wouldn’t need to 
locate a new vein for the IV each time. I had two choices of ports, and 
as I was reminded several times by the nurses, whichever device 
I selected would make the nurses’ job easier. The staff lobbied for 
the fi rst device, a PICC line catheter, which inserts into a vein in the 



204  |  Chapter 9

forearm, with a mechanical contraption hanging out that is taped to 
the arm when not in use. The drawback to that one was that I could 
not lift more than fi ve pounds with it in, and, eager to tough it out, I 
wanted to get to the gym and work out a couple of times a week. I also 
wanted to be able to pick up my little kids, one and three years old 
and still in need of adult arms. Out went the PICC idea. The other 
option was the Port-a-Cath, which, placed under the fl esh in the chest, 
required a general anesthetic to implant. When I requested it, the 
nurse looked at me as if I were crazy. “But, that’s permanent,” she 
said, as if nothing else about cancer would leave a trace. I asked if I 
could have it removed after the chemo regime was over: “Well . . . 
yes.” So it was less enduring than many other scars would be—but 
those scars are harder to talk about.

I had the Port-a-Cath implanted one morning immediately before 
being shipped to the chemotherapy treatment. During the transit from 
surgery to chemo, someone lost track of my clothes, and after my part-
ner strode from one department to another for two hours with no luck, 
I went home in the Canadian winter in just my hospital gown. The Port-
a-Cath was a pretty loaded device, both in what it signifi ed and in the 
experience of having it, so getting it removed was a key aspect of “fi n-
ishing up” treatment—an optimistic fi nale. The doctor gouged away for 
a long, long time with his scalpel and fi nally told me that it was embed-
ded as if in concrete and don’t let anyone tell me that I wasn’t good at 
healing. My body, evidently, wanted to absorb the port as much as I 
wanted to get rid of it. In the culmination of treatment, they did fi nally 
get it out, and when I walked out of the offi ce in search of my waiting 
dad, I used my Game Face to crush an urge to weep.

When thinking about discarded items, anthropologists always cite 
Mary Douglas, the noted British social theorist who wrote of waste not 
as something inherently dirty, but as a society’s decision about what 
would be considered as “matter out of place,” or the stuff that does not 
fi t within categories.2 In my parents’ house, I certainly didn’t know how 
to categorize those newly useless objects. But something physical per-
vaded my interaction with the bits and pieces. They were revolting to 
me; they posed as evidence, as Milton might say, that I had fallen to the 
“lowest pitch of abject fortune.” But something more animalistic under-
lay my relationship to them, like the grotesque paradox of eating min-
iature toasts with tapenade at a funeral organized by a heartbroken 
widow. Douglas famously said, “Where there is dirt, there is a system.” 
Surely my feeling of disgust—in response to the possibility of one or 
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three breasts, or of hunger in the midst of death—might provide insight 
into that system.

The discarded items on my cancer shelf had once enabled me to pass as 
normal and healthy (or at least to fake it to myself, if no one else). I already 
had something of an uneasy relationship to this act of passing: Did I want 
to? And if so, why? For me? To protect others? In that sense, I had an 
advantage: for decades I’d fi gured out strategies for living as a queer per-
son and in my twenties eventually found communities that uneasily 
repaired some of the economic and social damage of homophobia.

Still, even used as I was to boundaries around “normal,” cancer 
seemed extreme. I wore a prosthesis for a job interview the day before 
my chemo started, though I wouldn’t have considered doing so in many 
other circumstances. Did it help me? Not that time, at least: I didn’t get 
the job. (Even a prosthesis can only help so much.) And I gawked just 
as eagerly as the straight women did when two weeks after my surgery, 
an older woman at a lymphedema workshop pulled her prosthetic 
breast out of her bra to show us how it worked and to assure the sea of 
stunned faces that you really couldn’t tell. (True, you really couldn’t.)

Despite its awkwardness, the prosthesis, like the other cancer objects, 
offered me a gateway to a cancer community, a community of people 
who learn to use these props because they need to, who talk about their 
exploration of them. These conversations even offered a behind-the-
scenes peek at how women buttress themselves with makeup and other 
devices, practices to which I had never been privy.

Cancer brought with it a makeup bag, and cosmetics were enlisted to 
help me—fi nally—acquire a true femininity. The cosmetic industry col-
lectively sponsors the “Look Good . . . Feel Better” program to “help” 
women with cancer solve beauty problems introduced by chemother-
apy. The program, “created from the concept that if a woman living 
with cancer can be helped to look good, her improved self-image will 
help her to approach cancer and its treatment with greater confi dence,” 
already boasts 700,000 female participants at 3,000 locations in the 
United States, and 1.1 million worldwide since its inception in 1986. 
They recently initiated a program for men as well.3

Even from outside the female paradigm, I already knew that the 
deeply ingrained attachment to looking better and thus feeling better 
gains more force when coupled with any chance that the messy, biologi-
cally functioning body might display itself. Educational videos from the 
1950s, for example, exhort young girls to dress up just a teensy bit more 
during their menstrual periods, to look that speck more put together 
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than usual. Airplane stewardesses had strict codes of appearance—
including wearing contact lenses instead of glasses—well into the 1980s. 
While many of these gendered regulations have been sloughed away by 
the feminist movement, study after study has shown that both women’s 
and men’s looks have a major bearing on their job success, income, 
social lives, and quality of life.4

Beauty-discrimination seems patently unfair (unless, of course, you 
happen to be beautiful). Many researchers have observed that starting 
from childhood, good-looking people are more likely to be considered 
intelligent, friendly, and capable, while unattractive children and adults 
internalize the opposite assumptions.5 Still, for virtually everyone, the 
pursuit of beauty requires expense and time. In one legal suit, Jespersen 
v. Harrah Operating Co., a bartender sued her employer for discrimina-
tion when the employer, Harrah’s casino, instituted a new policy requir-
ing women employees to wear makeup. Jespersen had worked for 
twenty years at Harrah’s with an exemplary record when the new 
requirement was adopted. Makeup confl icted with Jespersen’s self-
image, and wearing it felt like a personal indignity; when she declined 
the mascara and lipstick, the casino fi red her.6 Omitting potential queer 
identity issues, law scholar Deborah Rhode commented that in uphold-
ing the employer’s double standard, federal judges demonstrated their 
lack of understanding of the time, effort, and expense that cosmetics, 
hairstyling, and manicures require.7

More immediately injurious aspects of feminine beauty include high-
heeled shoes, which eventually cause back and foot problems for 80 
percent of wearers, not to mention the risk of breaking an ankle trying 
to catch a taxi. Other secondary effects of constructed femininity can 
take years to develop, such as the angiosarcomas of the liver that some 
women have only now developed after heavy use of hairspray in the 
1960s and ‘70s.8

The cosmetics industry rakes in $18 billion in the United States, and 
the global investment in grooming totals $115 billion.9 While 7 percent 
of that fi gure goes into ingredients, most of the rest is rolled into pack-
aging and marketing, not just of products, but of the feminine beauty 
standards that cosmetics can help each consumer attain. I’m as suscep-
tible to a woman’s beauty (high heels and all) as any guy, but when a 
powerful industry with such an obvious interest sets the standards, it 
warrants a closer look.

I’m not suggesting that people refrain from looking good. That isn’t 
it at all. But Look Good Feel Better demands something nearly absolute. 
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Although it doesn’t take its participants to be dupes, its advice that 
women with cancer “face the challenge of a lifetime” with the help of 
the cosmetics industry seems a bit tone deaf. The workshops aren’t talk-
ing about the real challenge—cancer—or about what exactly is being 
faced and by whom and at what cost. They aren’t informing people 
about cancer and treatment risks, nor do they lobby for better treat-
ments; even the Online Resources page doesn’t include any activist 
groups. The campaign focuses on looks alone. In other words, the Look 
Good Feel Better pamphlets and images offer one more version of the 
happy Stepford cancer patient. Again, nothing is wrong with smiling, 
feeling good, feeling hopeful, but given the dearth of other options, the 
hegemony of these feelings needs to be unmasked.

The PR around Look Good Feel Better hammers home the message 
that this program is a legitimate and fundamental part of cancer 
treatment itself. Doctors’ and nurses’ urgings to attend a Look Good 
Feel Better workshop, the slick pamphlets, and the endorsement and 
involvement of the American Cancer Society (ACS) all create an aura of 
respectability. No simple vanity trip, the program’s website states that 
“signifi cant data suggests a strong link between women’s participation 
in these programs and their rates of recovery.” What does “rate of 
recovery mean,” though? It seems to suggest a cure; however, no 
research substantiates this claim.

Started by the Cosmetic Toiletry and Fragrance Association in collab-
oration with the ACS and the National Cosmetology Association, the 
Look Good Feel Better organization now has a budget of about $2 mil-
lion (which it raises through large publicity campaigns), and each year the 
cosmetics industry donates $10 million worth of cosmetics to the pro-
gram. Nowhere in the publicity does one learn that the industry has spent 
millions on political lobbying to prevent regulation, or even labeling, of 
the known and possible carcinogens commonly found in its products, 
such as phthalates, parabens, and other estrogen mimickers. The Envi-
ronmental Working Group has found that over fi ve hundred cosmetic 
products sold in the United States contain ingredients that are illegal in 
Japan, Canada, or the European Union, and that roughly one of every 
thirty products sold in the United States fails to meet one or more indus-
try or governmental cosmetics safety standards. The industry’s own safety 
panel (the Cosmetic Ingredient Review, or CIR) has, in its thirty-year his-
tory, assessed fewer than 20 percent of cosmetics ingredients.10

When I called to sign up for a Look Good workshop, the receptionist 
said excitedly, “And we give you $140 worth of free cosmetics!!” Sure 
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enough, at the class that I attended, each person was given boxes of 
cosmetics as well as books on makeup application. When I walked in, 
the other eight participants of the class were busily applying founda-
tion. The women didn’t look so good, after all. One had an obviously 
fake red wig and brightly colored cheeks, the others looked old and 
depressed. I was the only dyke by a long shot, and about three decades 
younger than the other participants. (I chivalrously thought my relative 
youth might make them feel better about their own situations. At least 
they’d gotten oldish before they’d gotten sick. But then that doesn’t 
sound very considerate.)

I told the exuberant volunteer that I had never worn makeup, and 
wondered aloud if perhaps this workshop was not for me. She cheer-
fully assured me it would be fun! I should just try it! But eventually she 
wandered away, murmuring that she could be more useful to another 
client. (Right she was.) Despite the poor fi t, I stayed in the class. The 
anthropologist in me was interested in seeing how the disease might be 
mediated, even if just for an evening, by “look good” rhetoric. We 
learned, for example, that “lipstick can brighten your looks and lift 
your spirits.”

As research or not, the whole experience struck me as quite contrary 
to feeling good, let alone looking good. The smells of the makeup, the 
time spent in front of a mirror, just sitting upright—it was all a chal-
lenge. Personally, I felt crappy. The previous day I had had my head 
shaved; the barber, after telling me it was illegal for him to do a clean 
shave with a razor and that he only had clippers and no shaver, left my 
head looking like some mangy rat in an Art Spiegelman comic. Later, 
my friend Jo shaved it for me, nice and clean, in preparation for the 
Look Good class. As everyone else at the workshop gamely applied 
various strata of powders and creams, I patted moisturizer on my bare 
scalp rather than penciling in an eyebrow. The instructor stubbornly 
refused to look my way. No Good Patient designation for me this time.

The fi ssures in the room were fascinating and terrifying. The fake-
looking-wig woman talked about the trauma of losing her hair, while 
another laughed herself to tears relating how she’d lost her wig at a 
local shop when she leaned over to pick something up and it got caught 
on a hook. She fi nished the story by saying, “You have to laugh, other-
wise you’ll cry.” Even in this gathering of like souls—people newly 
diagnosed with cancer—you still had to laugh.

When the wig demonstrator complimented one woman’s long straw-
berry blond hair, the woman replied that she would be starting chemo 
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the next day. The crowd let out an audible murmur; without missing 
a beat, the wig woman responded by whipping out a $600 long-
strawberry-blond wig, which she began to lustily brush and shape as if 
bewitched. She placed it on the bald mannequin and the other women 
gasped at the wig’s apparent beauty. It did look a lot like the other 
woman’s hair. For a strange moment, the idea that this woman’s hair 
was replicable pressed against all our fears: of chemotherapy, hair loss, 
disposability. If the wig, full of color and vitality, could replace her 
hair, perhaps that white, faceless Bakelite mannequin could replace her 
entire body.

Several of us in that room faced futures that would include not just 
losing hair for a few months, but losing everything to cancer, including 
identities as healthy people who look well, feel more or less fi ne, and are 
able to move through the world. Those presents and futures would 
sandwich some unspecifi ed length of time between them during which 
we would be unrelentingly sick and awful-looking. If the wellness could 
not be faked, however, the “femininity” could. If we couldn’t help our-
selves get well, we could help ourselves look good. To what better use 
could cosmetics be put than this attempt to undo illness? No wonder 
the cosmetics industry gives so much makeup to this charity. What 
looks like benevolence merely extends the beauty industry’s project: to 
enable people to pass in a world obsessed with looks—in this instance, 
with a humanitarian spin. No one cares more than they do, even when—
especially when—you look terrible.11

I lost my hair in two stages. First, I had it cut short. This I didn’t 
mind; I’ve had it even shorter by choice. My three-year-old daughter, 
Kahlo, was with me, and she sat very quietly in the too-big chair wait-
ing. When it was over, she didn’t want to touch my hair or look at me. 
Luckily, I could chase her outside in the cold sun and make her remem-
ber the me under the new cut. After a few days, she loved to touch it and 
let me scrub her belly with it and rub shaving cream into my head while 
we were in the bath.

To prepare Kahlo for my complete shave, I showed her pictures of 
Lance Armstrong. For about two weeks I told her that I would be get-
ting my hair cut like his. When the hairs started falling out all over my 
hands and the bathroom, and when I could feel each follicle shivering 
on my head, I knew it was time. When the moment fi nally arrived, 
Kahlo exclaimed in a torrent of thrilled observation: “I like your hair, 
Mima—I like the back of it. It’s spiky! I like touching it. You’re bald!” 
And then, confi dently: “I’m going to get my hair cut like yours.” Kahlo 
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had no problems with the hair. The same was not true, though, of the 
missing “nursie,” which she asked me about every few days, assuring 
me that no one would take hers since hers was “full of blood.” For 
years she asked if the breast would grow back as my hair eventually did.

Not everyone took the changes in the easy stride of a three-year-old. 
In the complete absence of gender signifi ers, assumptions were made. 
For example, every time I ran into the resident doctor in the hallway 
during my treatments at the oncology clinic, she said to me: “You know, 
you could get a wig; they make really good ones and you can’t even 
tell.” When I’d go for a medical appointment, the nurse would invari-
ably say: “Oh, you’ve done the ‘hat thing,’ not the ‘wig thing.’ ” The 
fi rst few times I didn’t really notice, but after I was in chemotherapy for 
some time, I started to take the remark personally. I wanted to say to 
her, You know, I’m a dyke from San Francisco (true), I am not ashamed 
that I have cancer (not true), and I don’t mind being bald (medium 
true), so quit it already with the wig comments! One friend suggested I 
respond that I did have a wig on, it was just very short.

Instead I just nodded politely at the resident, the nurse, and every-
one else. I suppose the fact that baldness is a “medical side-effect” is 
supposed to drain the remarks of their personal nature. I can’t help 
but notice when I survey the general population that an enormous 
number of people walk around unabashedly with various shades of 
thinning hair. For women, baldness has become a signifi er of either 
illness or aggression. Though a shaven head, and even breastlessness, 
is a completely conceivable choice for a person like me (queer, out, 
athletic, relatively confi dent), the fact that I was bald from cancer sup-
planted using baldness or a fl at chest to express identity. When my 
oncologist noted my lack of hair, she was making a general comment 
in the cancer framework; she genuinely couldn’t distinguish what 
might have been, at another moment in my life, an expression of my 
specifi c selfhood.

Right before my diagnosis, I entered the academic job market. I was 
offered a bunch of interviews, all but three of which I gave up, not see-
ing how I could do a good interview while on chemotherapy. One I 
really wanted to try for. The department was stacked with amazing 
scholars and the old graystone campus made you feel like part of a 
bygone era when scholarship mattered. But I couldn’t seem to fi t the 
interview in between my various treatments. I requested the last possi-
ble day for the interview, and they set it for late March. As the time 
grew near, I wrote saying that I was under “medical watch” (I didn’t 
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want to mention the c-word) and so could not travel after all; was there 
any chance that they could change the interview date? Yes, they would 
postpone it by four days to the fi rst week of April. Damn, that wasn’t 
very much. So I lobbied my radiation oncologist for an early start to the 
daily treatments, and he doubled them for three days so that I would be 
fi nished in time. I did the interview with about three eyebrow hairs, 
radiation burns barely hidden by my collar, and 3 millimeters of hair on 
my head. I arranged the two-day interview such that I had the mornings 
to refamiliarize myself with my work, then meet with faculty and stu-
dents in the afternoons and evenings before dropping exhausted into 
bed. Despite my weariness, it was fun, the perfect way to celebrate the 
end of that set of treatments. (If this doesn’t clinch my qualifi cation as 
a dyed-in-the wool academic, what does?)

Before I left home for the interview, I took a verbal poll on whether 
or not I should wear my wig. When I was completely bald, I had worn 
one to a previous interview—utterly abjectly, after having it styled by a 
gay hairdresser who specialized in drag queens. My friend Jode, who 
introduced me to the hairdresser, warned me that he might not do a 
great job, but the stylist made me laugh, so I was glad I went. When I 
fi nally decided not to wear the wig to the later interview, the same styl-
ist very sweetly met me at the salon early and shaped my sprout before 
my morning fl ight.

A certain intimacy pervades the academic job market: for two long 
days you give a fully public performance, and whether or not you get 
the job, these people will be your colleagues in some way for the rest of 
your career. So in a way, wearing a wig, as several people had recom-
mended, seemed to me like starting off with a lie. Then again, the job 
description didn’t mention hair, so perhaps wearing a wig might be 
excused as merely a sin of omission. Then again, knowing I was a queer 
San Franciscan, perhaps the interview panel would take my sartorial 
decay as an intentional aspect of my gender identity.

But this kind of coming out was different. I wasn’t worried about my 
sexual orientation; rather, I feared outing myself as a sick person. Surely 
no one, no one, in his or her right mind would hire a person just com-
pleting cancer treatment.

In the end, I realized that I had made the right decision, even though I 
didn’t get the job. After the fi rst day, on a warm spring night, a few gradu-
ate students and I were on our way out for a Costa Rican meal when a 
leafl ess tree branch caught the cap I was wearing and, like a slingshot, 
fl ung it backward about twenty feet. Realizing that it might have been 
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the wig on the ground, I managed to maintain my composure in front 
of the students and even laugh along with them.

The whole experience of cancer—attending the Look Good work-
shop, wearing the wig and not wearing the wig, having the port put in 
and having it taken out, trying on the prosthetic breast and taking it 
off—was a process of fi guring out how and where and when to pass 
within a slew of identities and communities: as whole, as gendered, as 
job-seeking, as nonthreateningly queer, as healthy. In a way, such ten-
sions mirrored life as usual. In another way, I had to come to terms with 
the full force of the work that all cancer patients do, each day, to stay 
within their various social crowds. Social lives depend on these norms, 
and people maintain the norms by everyday acts of passing. So if look-
ing good might be dismissed as superfi cial, using precious energy to put 
on lipstick can also be understood as an act of intense resistance to the 
social exclusions that many people with cancer suffer.

Look Good Feel Better refl ects the scramble to remain hot and 
healthy-looking in an imagistic society. Even without cancer, women, 
men, and everyone in between disguise themselves as young until it just 
can’t be done anymore. If consumption makes you a better person—
literally, a more beautiful person—the coping mechanism carries risks, 
creating confusion when you just can’t hide anymore. One friend with 
advanced colon cancer told me just before she died, “No one in my 
cancer group will even look at me.” She was the walking embodiment 
of what everyone feared most, and in order to manage, members of the 
group socially, if not literally, expelled her. One had to have cancer, but 
not too much cancer, to be in the group, simply because no one knew 
where to rest their eyes.

I think here of moments: of my friend’s ashen—as in pure, titanium-
zinc white—face two weeks before her death from leukemia. Or of being 
shown the lopsided reconstructed breasts of a woman a month before her 
death from breast cancer. Of Ann’s mother’s large body being dragged 
down the stairs of a three-story walk-up by two swearing, sweating para-
medics; of Buddy’s body stiffening and swelling as her partner kept her 
for an extra day in the living room. Or even of my friend’s cursing of the 
woman whose estate she had bought at a discount after this woman died 
of cancer, for having left the drains clogged with the refuse of her illness. 
What do we call this clash between the no-longer-in-use tools, and how 
they continue to signify the physicality of it all?

Calvino says, again about taking out the trash: “This daily represen-
tation of descent below ground, this domestic municipal rubbish 
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funeral, is meant fi rst and foremost to put off my own funeral, to post-
pone it if only for a short time, to confi rm that for one more day I have 
been a producer of detritus and not detritus myself.”12 Each day, we 
catalogue ourselves by this decision: what to keep, what to throw away. 
And through that appraisal we maintain our very selves. Today, will it 
be the bald head or the synthetic hair that becomes “matter out of 
place”?

Finally, I gathered these leftovers of my former person, reminders of 
my decisions about how to connect and refuse to be let go of, into a 
box. My little collection of detritus, I decided, could attend the next 
person enduring the rituals and expiations of treatment. I hiked into the 
hospital one last time with my two inches of jet black hair, shoulders 
square. I entered the building to leave it behind. My absurdly confi dent 
descent to the rubbish funeral mimicked the banal efforts to save our-
selves that each of us makes everyday. If only for a jiffy, I succeeded.
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Conclusion
Shameless

I bought [the journal] for the marbled covers and the thick 
creamy pages and ever since then the thick creamy pages have 
been saying, Piss off, what could you possibly write on us 
that would be worth reading?

—Pat Barker, The Ghost Road

Tell me what it is you plan to do
with your one wild and precious death?

—Derek Simons, in a reworking of Mary Oliver, “The Summer Day”

There is scarce any thing that hath not killed somebody;
a hair, a feather hath done it; nay, that which is our best 
antidote against it hath done it; the best cordial hath been 
deadly poison. Men have died of joy, and almost forbidden 
their friends to weep for them, when they have seen them 
die laughing.

—John Donne, Meditations

Several years ago, well before my diagnosis, my family visited the Com-
monweal Center in Bolinas, California. My mother, a physician, wanted 
to fi nd out more about the cancer therapies used at the famous retreat 
center. My family commonly undertook such medical expeditions; 
years ago we visited the barracks in Hawaii where lepers had been sent 
until Hansen’s disease largely disappeared in the 1940s. There, too, we 
wandered amid the sheer natural beauty, though the cliffs and ocean 
had served as prison bars rather than comfort for those who had been 
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sent there. I enjoyed the novelty and splendor of Bolinas and Moloka‘i, 
but I didn’t give the larger meaning more than a passing nod.

My mother’s insatiable empathy for the ill did not seep down. To 
me, ill people were not well people who had had some misfortune; 
rather, ill people fell into another category: they went to, and were sent 
to, the sorts of places that sick people go—like Moloka‘i, like the Com-
monweal Center. People with cancer seemed like a different genre of 
person. I guessed I would die mercifully fast in a car crash, or upon 
meeting a bear in Banff National Park and forgetting whether to play 
dead or climb a tree. In the end, I never really thought about it that 
much.

Maybe that’s why during my doctor’s uncomfortable avoidance of 
the Bad News Experience—“umh, do you know what this test 
shows?”—I felt as though she turned me into a pitiable blister beetle. 
Probably everyone’s cancer diagnosis feels Kafkaesque. Therein lies the 
point: how can we possibly, in any imaginable world, understand some-
thing so exceptionally ordinary as cancer diagnosis and treatment—
more commonplace than a college education—as in any way remark-
able? And yet, when it happens to us, how can it not be noteworthy?

Still fl ush with the shame of diagnosis, I wrote anonymously (scared 
to link my name to the query) to a Vancouver retreat center called Cal-
lanish. They wrote back immediately, a gentle letter letting me know 
about their weeklong retreats for people dealing with and dying of can-
cer. They were forthright, did not shy away.

People dying of cancer? I thought. I wasn’t dying of cancer. I wasn’t 
metastatic. Deeply lonely, I was just cruising, sussing out the retreat 
experience like a swinger at a bar. Seven months after my initial appli-
cation I received a call from Callanish’s head retreat person, Janie: they 
had a cancelation. I asked to be placed in a retreat with others in their 
thirties. Still without making a full commitment to either Janie or 
myself, I booked my fl ights for “cancer camp.” Only later—after having 
attended several other retreats—did I realize my luck. I might have been 
stuck for a week having to talk about how to beat the odds or remain 
cheerful; instead, we did actual in-depth work.

Retreat brings together a group for no other reason than this: we all 
had some cells in our bodies that split in natural but potentially lethal 
ways. We had been brought to our knees by a common disease, a more 
or less shared understanding of that disease, and a bunch of specifi c 
ways that we were medically and socially treated by people and institu-
tions. And we gathered in that space to fi gure out what it all meant.
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Janie later characterized people’s motivation to attend a Callanish 
retreat as a compulsion. “Why,” she mused, “do people travel across 
the country, too sick to even walk sometimes, to come to this group 
they know very little about, to be with people they don’t know, to be 
away from all they know to be safe. Is it just idle curiosity?”1

Curiosity, perhaps, but no, not idle. Cancer seems to present every-
one the opportunity to “learn so much about” this or that. Yourself. 
What really matters. How much you love your family. How beautiful 
the little things are. Mind-blowingly little in cancer’s institutions allows 
for the recognition of grief and heartbreak.

And so we came together to discover community, to rediscover the 
selves that had been stolen by the cancer complex. A thirst emerged in 
the group, an unquenchable desire for new vocabulary, one that 
included suffering, but not victimhood; one that did not mimick conver-
sations but rather reached for communication that mattered. We craved 
an alternative archive—a medical chart that included more than the 
scores on our pathology reports or the appeals to bicycle for a cure.

My journals remind me how much I wished, while I was undergoing 
treatment and attending retreats, that cancer were tangible. Not the 
actual tumors, exactly; rather, I wished that doctors, instead of respond-
ing to virtually any question with a shrug and a “We just don’t know 
that yet,” would take out an anvil and hit me over the head. Cancer’s 
deepest discomfort lies not in the obvious physical pain, or in the sur-
geries, or the nausea, or the hair loss. It lies rather in the ways that 
things hurt so much more than they need to. Like when one had a drain 
removed after a surgery and the nurse, lacking a sharp pair of scissors, 
couldn’t just cut the plastic tube and so ended up pulling and tearing the 
bloody mess of fl esh and stitches around the implant as if yanking a 
lawnmower starter. Her oblivious cheer nailed the carnivalesque expe-
rience, as did the fact that she actually seemed like quite a nice person. 
Retreat offered a way to capture all the pain that had been too elusive 
to even think about, all the events that had no metric of comprehension.

At our fi rst encounter, we sized each other up through the usual 
introductions while examining photos of our children, families, and 
friends that were laid out on the table. (Alice worried that the humun-
gous framed photo of her ten-year-old son took too much space.) After 
dinner, we were introduced to “counsel,” a ritual in which each of us 
had an opportunity to speak. Janie read a short piece, by the physician 
author Rachel Remen, on listening: “Perhaps the most important thing 
we ever give each other is our attention. And especially if it’s given from 



the heart. When people are talking, there’s no need to do anything but 
receive them. Just take them in. Listen to what they’re saying. Care 
about it. Most times caring about it is even more important than under-
standing it. Most of us don’t value ourselves or our love enough to 
know this. It has taken me a long time to believe in the power of simply 
saying, ‘I’m so sorry,’ when someone is in pain. And meaning it.”2 Lis-
tening in this way became our methodology, and a couple of times a day 
we each had a chance to share whatever we wanted this kind, fun, open, 
raw, grief-stricken crowd to know about us: our fears; our experiences; 
a joke or a song or a poem . . . anything.

In addition to encouraging trust, these sessions helped us explore the 
issue of self-representation. What did we want the group to know about 
us? We had the liberty, over the course of the week, to propose parts of 
ourselves, to create something that could only be completed in the wit-
nessing of the process. Unlike academic work, which needs to be cri-
tiqued to gain credibility and meaning, this work needed only to be 
heard. Remen teaches that the process of expressing and witnessing is 
what matters. In “How to Tell a True War Story,” Tim O’Brien writes 
it this way: “In a true war story, if there’s a moral at all, it’s like the 
thread that makes the cloth. You can’t tease it out. You can’t extract the 
meaning without unraveling the deeper meaning. And in the end, really, 
there’s nothing much to say about a true war story, except maybe ‘Oh.’ 
True war stories do not generalize. They do not indulge in abstraction 
or analysis.”3

Forms of expression change in the medical system. After my surger-
ies, nurses asked me to describe the pain level on a scale from one to ten. 
At fi rst I had no way to gauge what that meant. Later I became adept at 
knowing what number to say to get the amount of medication I wanted. 
Pain ranking substituted for a dose request. Much of living in cancer 
requires this instrumental language: what to say to be seen as a person, 
not a statistic; how to request the things you need; when to know that 
saying something will be worse than grinning and bearing the next nec-
essary invasion. At retreat these events and emotions—sometimes out 
of reach—could be hinted at, verbalized, gathered, with no summation 
or conclusion. Some of the vocabularies we learned inevitably relied on 
standard cultural narratives about illness; others sought to interpret or 
fi nd meaning; others simply expressed sadness or fury or the losses 
borne as people shifted off the course of everyday life.

Despite how ungrounded it sometimes feels, illness happens in 
actual places—waiting areas with soft-rock radio, bathrooms, the 
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holding center as one comes out of anesthesia, a good friend’s couch, a 
prison on a Hawaiian island—and so it was fi tting that this process of 
healing was also rooted in a physical space that reshaped the physical 
experiences of touch, taste, smell, architecture, and eye contact to undo 
the “othering” that cancer can be. It was as if the unfocused pleasures 
of retreat—the warm hands of a massage, as opposed to the icy 
hands of a busy IV nurse; the wholesome foods at dinner, versus hos-
pital Jell-O; the behind-the-scenes organization, against the on-the-fl y 
confusion of post-op—coalesced in comfort, which in turn allowed us 
to face the issues that cancer raised, the ones we were most uncomfort-
able to speak.

The detailed labor and experience of the Callanish organizers took us 
outside of the offi cial cultures of illness, freeing people to speak of 
excruciating pain. Two women were on their third recurrences. Two 
people had been left by their partners; another’s partner, unable to com-
prehend cancer, had told her that she should go on a golf trip to get over 
it, rather than on retreat. One man talked about how chemotherapy 
had dried out his tear ducts, taking away even his ability to cry. Another 
person wondered how she would come to terms with not seeing her son 
grow up, not hearing his voice deepen, not seeing whiskers grow on his 
chin, not attending his marriage. Everyone talked about how other peo-
ple reacted to their diagnosis, how little friends and peers knew about 
cancer. People had lost careers, fi nancial stability, family, friends, social 
networks, their belief in themselves and their bodies, notions of the 
future, possibilities for joy and pleasure—and the ability to take all 
these things for granted. In speaking aloud what we feared about 
death—pain, leaving friends and family behind, long illness, loss of 
independence—we could prepare to alleviate some of those concerns, 
try to free ourselves from fearing the future.

Typically, we only read about such details in accounts of the disarray 
of the medical system or overhear them in a shred of cafe gossip. Actu-
ally witnessing the sufferings of illness—to experience those sufferings 
as borne by real people, to hear with no other mission than to listen, to 
let all the mixed messages of cancer just be out there, to humanize the 
experience of disease and disclosure: that changed my life. The deep 
politics of retreat lay in the fact that nothing needed to be constructed 
from the suffering. It bore no message, no compensation, no rational-
ization, no call to get well soon, no pat on the knee.

For cancer to be recognized as a scourge and as a violent visitation, 
it has to be acknowledged. In some intense, really intense, way, retreat 



made me realize that real people get cancer and that even after they do, 
they remain real people. The fact that it took so long for me to acquire 
this small glint of knowledge made me realize the depth of my assump-
tion that cancer is an exceptional state, not a phenomenon we all live 
with, all the time, with varying degrees of kinship and complicity. 
Throughout the subsequent events and retreats I attended, as I looked 
out over a group of people I’d realize full bore that they had all had to 
deal with cancer. This became a familiar sadness to me.

I have written this book as a statement of that sorrow and as a con-
tinuation of that fi rst striving for communication and recognition. The 
betrayed child in me longs for a doctor-mommy who can take care of 
everything. The entitled fi rst-worlder in me wants a clear cause: not just 
a test for carcinogens, but the abolishment of them (without having to 
give up my car). The activist in me wants angry mourning, not celebra-
tory mourning. The scholar in me wants a pathology report with robust, 
not sketchy, information. And as a qualifi ed mammal I want my dead 
friends back.

Long after diagnosis, I told as few people as possible that I was sick. 
At least you aren’t dead, they’d say. Or, I know so many people with 
cancer, everything from partial mastectomies to death. Or, My grand-
mother died of breast cancer; you are such a champ! Or, At least you 
didn’t lose a leg. Or, You look so good! Or, My friend died of lym-
phoma last year. It’s not easy to be put in a conversational category 
fi lled with dead friends and family. For years after diagnosis I felt 
defl ated by the tension between what I knew about myself—my fear 
and despair—and what others knew about me—my bravery, my good 
fortune. I felt kind of like that black pirate balloon at Kahlo’s fi fth-
birthday party: one moment taut and full and shiny, and the next, 
popped and making a hasty journey around the ceiling until falling into 
a tiny, scrunchy pile in the corner of the room, forgotten about until 
swept into a dustpan with a few crumbs of stale pirate cake.

It’s not just me who inhabits this quieted but unquiet space. At one 
of the many funerals I’ve attended over the last few years, I met a 
woman who never knew that her close friend from law school had been 
through cancer treatment—until the friend’s death. The friend had not 
told her, wary, I’m sure, of the same defl ation.

Even as a coconspirator in the silence, it was weird to have the mind-
blowing and crazy-making alternate world I lived in for so many months 
just disappear. Cancer drowned under the surface of my person 
and now reels around like an unclaimed corpse, thudding against the 
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banalities of everyday life. However cancer becomes invisible in one 
individual, that disappearance accrues to millions of people. The ways 
we disguise this thoroughly traumatic experience ensure, sometimes 
purposefully and other times as an unintended consequence, that we 
miss huge implications of this disease. Cancer can’t be inside so many 
people and remain outside society.

My girlfriend and I have an agreement that if one of us dies indeco-
rously, the other will make up a story. (That Alaskan fellow whose 
body was never found after he tried to swim down through one fi shing 
hole under the ice and come up at another probably wished he’d such 
an agreement.) One website listing “the 50 most embarrassing ways to 
die” ranks “the cancer” fi fth, right after “Looking down the barrel of a 
gun to see if it’s loaded” and well before “Being killed by your kids.” 
The stories my girlfriend and I have concocted include allusions to a 
smote dragon. Beating back a fi re-breathing creature has a certain butch 
cachet that dying wrinkled and bloated with an IV in your arm and a 
wig slipping into your eyes just doesn’t have.

Even without a dragon, you can still assure a good story for your 
fi nale. In the “real” death community, Dignity replaces drama. (If you 
don’t believe me, just check out Dignity Memorial®, the brand that 
offers “assurance of quality, value, caring service, and exceptional cus-
tomer satisfaction” through its network of over 1,600 funeral, crema-
tion, and cemetery providers.)4 People involved in the end of things like 
to think you can plan a dignifi ed death—though the dead body leaks, 
though the dead body stiffens and starts to smell, though the dead body 
refuses to decompose because of all the preservatives in our diets. Dog-
gedly untidy, death is the ultimate un-American activity.

Malignant has mapped out some of the cultural containment strate-
gies for this crazy disease, its everywhere- and nowhereness, the emer-
gence of powerful and rich experts in the context of uncertainty. I’ve 
traced how uncertainty can be reproduced as knowledge, particularly 
by gathering populations and then again by comparing the populations 
as they undergo different treatments. I’m not arguing that such an 
approach doesn’t hold the potential for fi nding cures for cancer. How-
ever, this method comes with costs too often hidden behind the com-
monsensical notions of what data mean, how results should be under-
stood and traded, and how comparisons should be made. If gathering 
statistics about populations offers one way to comprehend individuals 
who can no longer make sense of their own selves, the practice harbors 
dangers as well.



Living amid charts and statistics that both represent and occlude you 
leads to a spooky cognitive dissonance in which we think we know—
but can’t know for sure—that cancer is caused as much as it is lived 
with and died from, treated and ignored, and marched for. Every “sur-
vivor against the odds” comes at the expense of someone who has been 
beaten by the same odds. Every individual who receives a misdiagnosis 
or an exposure, every person who fi les a malpractice suit, everyone who 
has a screening (or doesn’t), becomes compressed within a necessary 
collective logic that also leads to confusion. The more steps forward a 
cancer patient takes, the more completely—by data, by precedents (or 
the fear of them)—she is obscured.

Even more confusingly, in cases such as IVF and many chemicals and 
industrial pollutants, no one collects safety data. We suspect, but we 
don’t know. And because we don’t know, a logic that matches risk dis-
tribution to the Game Face asserts that there is no reason not to con-
tinue the exposures. Cancer appears and disappears through statistics, 
Social Security, prognoses, law, chemotherapy, diagnosis, and cliché. 
This shifting presence of the disease underlies huge questions: who can 
access insurance, how we perceive risk, who makes a profi t, how com-
munities are constituted, who dies and how.

The toggle between absent and present held open by survival-, cure-, 
and early detection–speak maintains a fantasy about what-might-have-
been. The cancer might have been caught earlier, or under a different 
cancer funding structure, there might have already been a cure. A differ-
ent government might have outlawed the chemical that caused this par-
ticular cancer. A warning sign might have been heeded, a particular 
carcinogen avoided. The counterfactuals hold within themselves sad-
ness and death and cure and hope and mourning.

Each of the interactions that seeks to describe, discuss, cure, and treat 
cancer also nurtures it. As a labor issue, cancer requires physical work—
by the drug manufacturers, by the nurses who administer the drugs, by 
the sick person and the person who drove her to the hospital. Cancer 
requires social labor, too: valuing people who may get sick and those 
who are sick; comparing cancer to other similar and dissimilar possibili-
ties for cure; interpreting the statistics; tracking how money accumulates 
and dissipates. Cancer’s inexplicably replicating cells sustain some of the 
most profi table industries and professions in the United States. Perhaps 
America needs cancer, in this sacrifi cial economics. But because cancer is 
a culture, it is also a changeable form—something that could be con-
sciously worked on to produce a better society, one that is less polluted, 
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less prone to moralizing disease, kinder in treatment and recovery; one 
that recognizes the cumulative toxic effects of industry. Sidestepping the 
well-intentioned sigh—“cancer must be so hard”—I’ve aimed to make it 
more diffi cult, to make it everywhere, to proliferate its meanings so that 
all those wrap-ups, all those nice columns and fl owcharts and path 
reports and injunctions to hang in there don’t get the last word.

Cancer is both okay—it has to be, because ultimately, for people 
who are dying, death has to be okay—and not okay. It is not okay that 
so many people are so ill from something so predictable. It is not okay 
that our languages are deceitful, that people with cancer are blamed or 
shamed or promised that they will survive or asked to disguise them-
selves in the very same lipstick and prostheses and plastic hair that are 
loaded with carcinogens. An elegiac politics—a stance that admits to 
the inevitability of these deaths given the environmental and economic 
landscape—helps make this contradiction (okay, but not okay) not only 
legible, but livable and dieable. An elegiac politics demands the recogni-
tion of both enormous economic profi ts and enormous cultural and 
personal losses. An elegiac politics stares down the Game Face with the 
private face of cancer. Whether considered statistics or the victims of a 
war, cancer’s casualties are individual people.

There is much more to say—about race and class and sexuality, 
among other things—than I have said here, and those books, too, will 
become fl ags of peace or surrender. It matters, of course, that each of us 
is white, black, brown; single, partnered, married; low income, heirs; 
immigrants; handsome, intimidating, tubby. Where we are located in 
these social structures matters to our experience with cancer, to our 
survival chances, and to the ways we are treated. But rather than exam-
ining these in detail, I have aimed here to retrieve the individual—as a 
unit with specifi c features—from the aggregatated thinking that con-
temporary cancer knowledge forces us into.

I began this book in order to explore cancer-the-noun, but in writing 
about it I’ve come to realize again, as I did when living it, that cancer is 
also a verb, an adjective, an invective, a shout-out, indeed, a grammar 
all its own. I offer this book in an attempt to speak to—and from 
within—the cancer complex, to understand how the constituent parts 
of this experience spin the web that we call cancer and, unless we are 
vigilant, entrap us in it. I want a new version of accounting, a bigger, 
richer vocabulary, and a voice to speak it with.

If the term survivor offers an identity formed around cancer, living in 
prognosis offers an uneasy alternative, one that inhabits contradiction, 
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confusion, and betrayal. In elegiac politics, prognosis marks the mo -
ment one becomes someone who thinks differently about a future, a 
death, and a life. The term stands as a small monument to those who 
will not make it past the fi ve- and ten-year marks.

One night while we were lying in bed, my partner said: “I like your 
watch.”

And I said: “I’ll leave it to you in my will.”
And she said: “Okay, but don’t specify the details of the watch.”
And I said: “Why not?”
And she said: “Because in forty years when you die battling that 

dragon, you may not have the same watch.”
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An effect of community, friendship, family (defi ned in so many ways), 
loneliness, investigation, and discussion, Malignant offers more than 
anything the results of a several-year-long collaboration. I have more 
people to thank than I can possibly name here. Countless librarians, 
many of whom I haven’t even met, made work on this sprawling yet 
specialized topic possible. Many more people—doctors, researchers, 
lawyers, patients—have spoken to me about their involvement in cancer 
worlds. A slew of reviewers, editors, students, mentors, friends, and col-
leagues have improved the text. 

Particular gratitude goes out to: Vincanne Adams, Aneesh Aneesh, 
Bettina Aptheker, Jennifer Bajorek, Bay Area Young Survivors, Lauren 
Berlant, João Biehl, Anne Bloom, Erica Bornstein, Liz Bradfi eld, Bar-
bara Brenner, Janie Brown, Mary Bryson, Victor Buchli, the Callanish 
Society, Kathy Chetko, Elizabeth Churchill, Jennifer Cohen, Lawrence 
Cohen, Jean Comaroff, Commonweal Cancer Help Program, Natalie 
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introduction
1. “Find Frozen Sleep Aids in Cancer War,” New York Times, Nov. 3, 1939.
2. Adjuvant! Online is a website for health professionals that presents mor-

tality and relapse rates of “additional therapy (adjuvant therapy: usually che-
motherapy, hormone therapy, or both) after surgery.” One plugs in the various 
numbers listed on the pathology report to get prognostic data with and without 
treatment. As an example, Adjuvant! Online predicts that a male with Stage 3, 
Grade 2, colon cancer and four positive nodes will have a 29.9 percent chance 
of being alive in fi ve years without chemotherapy. Add chemotherapy, and he 
will have a 53 percent chance. (Here is where the numbers can become compli-
cated, and open to manipulation depending on the message desired. One could 
read these stats as saying either that [1] chemo will increase one’s absolute 
chance of survival by 13.1 percent or [2] chemo will nearly double one’s sur-
vival chance. That difference matters if a company is trying to sell chemother-
apy.) Still, 50 percent of the population with that particular level of colon can-
cer will relapse in fi ve years, even with the treatment. See www.adjuvantonline.
com/colonstandard.jsp (accessed August 6, 2011). For more on how data 
remove the particular local conditions to enable comparison, see Bruno Latour, 
“Visualization and Cognition: Drawing Things Together,” Knowledge and 
Society: Studies in the Sociology of Culture and Present 6 (1986 ): 1–40.

3. Susan Sontag, Illness as Metaphor and AIDS and Its Metaphors (New 
York: Picador, 2001).

4. See, e.g., James T. Patterson, The Dread Disease: Cancer and Modern 
American Culture (Cambridge, Mass.: Harvard University Press, 1989).

5. One physician traced cancer as a “biography”: Siddhartha Mukherjee, The 
Emperor of All Maladies: A Biography of Cancer (New York: Scribner 2011).

Notes
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6. Once the tissue was detached from me, I had no control over it or its fate. 
For all I know, I could be the next Henrietta Lacks, the woman whose tumor 
cells were used in 1951, without her permission or the knowledge of her family, 
to create the HeLa line of cells. These cells from an extremely rare glandular 
adenocarcinoma of the cervix, which killed her within eight months of the dis-
covery of them in her body, became the fi rst human material that could be used 
in the lab without the human attached. But this experiment in reproducing 
human material backfi red. Between the 1950s and 1970s, HeLa cells colonized 
cell cultures across the globe. Of course, they had the help of post-WWII scien-
tifi c infrastructure, which distributed thousands of free vials of the cells in the 
march against polio. Years later, scientists who thought they had been working 
with certain cell lines found that they were actually working with HeLa cells. 
Since there was no way to root out accurate from inaccurate science, most of the 
fi ndings from work done with the wrong cell line still stand—and since there is 
still virtually no oversight of basic cancer research, many scientists believe that 
such errors remain rampant. See Hannah Landecker, Culturing Life: How Cells 
Became Technologies (Cambridge, Mass.: Harvard University Press, 2007); and 
Adam Curtis, The Way of All Flesh, BBC documentary available at http://
topdocumentaryfi lms.com/the-way-of-all-fl esh/.

7. According to Elizabeth Toon, in initiating the Sloan-Kettering screening 
program “funder Alfred P. Sloane, President to GM, and board member Charles 
Ketting, GM’s director of research, encouraged director [physician] Cornelius 
P. Rhoads to adopt the industrial research model . . . and Rhoads embraced this 
vision. Together with other facilities that adapted the industrial model to bio-
medical investigation, Sloane-Kettering promised that coordinating and direct-
ing the efforts of researchers from multiple disciplines would provide a scientifi c 
solution to the cancer problem” (“Does Bigger Mean Better? British Perspec-
tives on American Cancer Treatment and Research, 1948,” Journal of Clinical 
Oncology 25 [2007]: 5833). See also Ilana Löwy, Between Bench and Bedside: 
Science, Healing, and Interleukin-2 in a Cancer Ward (Cambridge, Mass.: Har-
vard University Press, 1996); R. F. Bud, “Strategy in American Cancer Research 
after WWII: A Case Study,” Social Studies of Science 8 (1978): 425–459. Meth-
ods from the automotive industry are currently being adopted to improve hos-
pital service delivery and decrease error rates.

As Ilana Löwy points out, “The wish to compare the effi cacy of different 
treatments of cancer favored the homogenization of diagnosis and outcomes, 
while the use of expensive substances and instruments, such as radium and 
cobalt bombs or high voltage radiotherapy machines, promoted the centraliza-
tion of cures. Cancer research, diagnosis, and treatment were at the forefront of 
the development of ‘big medicine,’ a multi-level, science-grounded endeavor” 
(Preventive Strikes: Women, Precancer, and Prophylactic Surgery [Baltimore: 
Johns Hopkins University Press, 2009], 233).

8. Dan Greenberg et al., “When Is Cancer Care Cost-Effective? A Systematic 
Overview of Cost-Utility Analyses in Oncology” Journal of the National Can-
cer Institute 102 (2010): 82–88. Pharmaceutical companies have been upfront 
about the fact that the prices charged for drugs are very often unrelated to the 
research, design, manufacturing, distribution, and advertising costs. While the 

http://topdocumentaryfilms.com/the-way-of-all-flesh/
http://topdocumentaryfilms.com/the-way-of-all-flesh/
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cost of AIDS drugs constituted a large part of early patient activism, drug prices 
have taken a back seat in most cancer advocacy. In many cases, the physician 
reimbursement fee structure adds an incentive to prescribe the most expensive 
treatments. This leads to two important ways in which the organization of drug 
research as a private endeavor, with its fi rst responsibility to shareholders, 
affects cancer disease categorization. First, a company will need to maintain 
that disease categories be as large as possible, thus allowing larger numbers of 
people to be treated. One can see this with “at risk” populations that are tar-
geted with blockbuster drugs such as statins and antidepressants. A desire for 
broad disease categories militates against running trials that break down can-
cers into subtypes. Second, companies can attain huge profi ts for small survival 
increases. Critics who blame the pharmacuetical companies for letting patients 
down misread the structural constraints on pharmacuetical research. It is a 
business, not a curative enterprise.

Pharma profi ts skyrocketed during the 1980s and 1990s, giving it unprece-
dented control over the FDA through its lobby efforts in Congress. By 1990, the 
top ten drug companies had profi ts of nearly 25 percent of sales, and by 2001 
the ten U.S. pharma companies in the Fortune 500 list ranked far above all 
other industries on average net return (18.5 percent of sales, as opposed to the 
median net return of other industries, which was 3.3 percent of sales). R&D 
expenses hover at 10–15 percent of sales, whereas marketing is more like 36 
percent. See Marcia Angell, The Truth about the Drug Companies: How They 
Deceive Us and What to Do about it (New York: Random House, 2004).

9. Figures based on 2012 reports from the National Cancer Institute and the 
American Association of Cancer Research: www.cancer.gov/aboutnci/serving
-people/nci-budget-information; also www.aacr.org/home/public–media/science
-policy–government-affairs/resources-for-policymakers/federal-cancer-research
-funding.aspx. For information on cancer shams, see Lea Goldman, “The Big 
Business of Breast Cancer,” MarieClaire, Sept. 14, 2011. She traces how, “All 
told, an estimated $6 billion is raised every year in the name of breast cancer, 
though millions of those dollars are made in sham fundraisers.” On the rise in 
federal spending on cancer, see Maureen Hogan Casamayou, The Politics of 
Breast Cancer (Washington, D.C.: Georgetown University Press, 2001).

10. Board on Health Care Services, Delivering Affordable Cancer Care in 
the 21st Century: Workshop Summary (Washington, D.C.: National Acade-
mies Press, 2013), 9. The report indicates the numerous challenges in “estimat-
ing and projecting cancer costs, including a lack of complete data, especially the 
costs for uninsured patients, as well as unanticipated changes in treatment prac-
tices.” As a result, “both current and projected estimates in cancer care costs are 
probably underestimates” (9). Still, the report predicts that total healthcare 
costs will likely account for 25 percent of the U.S. GDP, up from the current 18 
percent (4). It also suggests that “because cancer is such a prevalent set of condi-
tions and so costly, it magnifi es what we know to be true about the totality of 
the health care system. It exposes all of its strengths and weaknesses” (3).

11. Reported in Livestrong and the American Cancer Society, The Global 
Economic Cost of Cancer, 2010 (available at www.cancer.org/acs/groups
/content/@internationalaffairs/documents/document/acspc-026203.pdf).

www.cancer.gov/aboutnci/serving-people/nci-budget-information
www.cancer.gov/aboutnci/serving-people/nci-budget-information
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www.cancer.org/acs/groups/content/@internationalaffairs/documents/document/acspc-026203.pdf
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12. For a version of this argument questioning the wisdom of such high 
expenses, see Steven Shapin, “Cancer World: The Making of a Modern Dis-
ease,” New Yorker, Nov. 8, 2010, 78–83. Costs for drugs vary internationally, 
and that affects treatment decisions and ways in which toxic side-effects are 
weighed. See D. H. Smith et al., “A Comparative Economic Analysis of Pegylated 
Liposomal Doxorubicin versus Topotecan in Ovarian Cancer in the USA and 
the UK,” Annals of Oncology 13 (2002): 1590–1597.

13. Whereas, for example, the Board on Health Care Services report suggests 
that to reduce health expenses would be to resolve a major fi scal crisis, it’s criti-
cal to note as well that markets around health constitute their own kind of econ-
omy, such that reducing those expenses would also produce another type of fi s-
cal crisis. Board on Health Care Services, Delivering Affordable Cancer Care.

14. The total annual healthcare tab in 2010 was $2.6 trillion, according to 
the Centers for Medicare and Medicaid Services, and healthcare is the fastest-
growing industry in the United States (www.cms.gov/Research-Statistics
-Data-and-Systems/Statistics-Trends-and-Reports/NationalHealthExpendData
/downloads/proj2010.pdf).

15. David Goldhill, “How the Healthcare System Killed My Father,” Atlan-
tic Monthly, Sept. 2009.

16. See www.whitehouse.gov/sites/default/fi les/omb/budget/fy2013/assets
/health.pdf; www.whitehouse.gov/omb/budget/Historicals). The “$2.6 trillion 
spent on health care in the United States is more than twice what the nation 
spends on food” (Board on Health Care Services, Delivering Affordable Cancer 
Care in the 21st Century, 5).

17. Monika L. Metzger, Amy Billett, and Michael Link, “The Impact of 
Drug Shortages on Children with Cancer—The Example of Mechlorethamine,” 
New England Journal of Medicine 367 (2012): 2461–2463.

18. www.rare-cancer.org/rare-diseases.php (accessed Aug. 25, 2012).
19. See Anne Pollock, “Transforming the Critique of Big Pharma,” BioSo-

cieties 6 (2011): 106–118; and Joseph Dumit, Drugs for Life (Chapel Hill, 
N.C.: Duke University Press, 2012).

20. See David U. Himmelstein et al., “Medical Bankruptcy in the United 
States, 2007: Results of a National Study,” American Journal of Medicine 122 
(2009): 741–746. This is the most thorough and well cited of recent studies 
addressing medical debt in the United States.

21. The Supreme Court opinion offers a very clear example of economic 
health directly opposing public health; see FDA v. Brown and Williamson 
Tobacco Corp., 529 U.S. 120 (2000): 98–1152.

22. Jim Hightower, There’s Nothing in the Middle of the Road but Yellow 
Stripes and Dead Armadillos (New York: Harper Collins, 1998).

23. EPA, “Cumulative Risk Assessment for the Chloroacetanilids,” March 
29, 2006 (available at www.epa.gov/oppsrrd1/cumulative/chloro_cumulative
_risk.pdf).

24. The company minimized the risks, some severe, of the drug in what 
anthropologist Jennifer Fosket calls “disease substitution”—i.e., emphasizing 
the potential of a lower risk of breast cancer while playing down the increased 
risk of stroke (“Constructing ‘High-Risk Women’: The Development and 

www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/NationalHealthExpendData/downloads/proj2010.pdf
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www.whitehouse.gov/omb/budget/Historicals
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Standardization of a Breast Cancer Risk Assessment Tool,” Science, Technol-
ogy, and Human Values 29 [2004]: 291–313). Fosket argues that whereas 
tamoxifen has been demonstrated to lower breast cancer incidence, it also 
increases endometrial cancer, incidence of pulmonory embolism (blood clotting 
in the lung), and deep vein thrombosis. She also fi nds that no tests have been 
developed to calculate the risks of those side-effects, risks that advertisements 
for the drug generally downplay.

25. Epstein is a vocal critic of the cancer industry, and this quote is widely 
cited. See, e.g., www.whale.to/cancer/breat6.html.

26. Information of price-fi xing cases available at www.hbsslaw.com/resources
/newsroom/appeals-court-denies-astrazeneca-in-awp-case. Global sales of tamox-
ifen in 2001, the last year of its patent, amounted to $1.024 billion. See www
.news-medical.net/health/What-is-Tamoxifen.aspx (accessed April 4, 2012).

27. A searchable database of Superfund sites is available at www.epa.gov
/superfund.

28. Susan Sontag wrote that “illness is not a metaphor, and the most truthful 
way of regarding illness—and the healthiest way of being ill—is one most puri-
fi ed of, most resistent to, metaphorical thinking” (Illness as Metaphor, 3).

29. Marcel Mauss, The Gift: Forms and Functions of Exchange in Archaic 
Societies (London: Cohen & West, 1966), 76–77.

30. As Edward Said described, certain issues present themselves as “some-
thing to be thought through, tried out, engaged with—in short, as a subject to 
be dealt with politically” (The Question of Palestine [New York: Vintage 
Books, 1992], xli). Miriam Ticktin defi nes politics as a “set of practices by 
which order is created and maintained,” and the political as a “disruption of 
established order” (Casualties of Care: Immigration and the Politics of Human-
itarianism in France [Berkeley: University of California Press, 2011], 19).

31. This question—what and where is cancer?—has been a key struggle for 
historians of the disease. In The Breast Cancer Wars: Hope, Fear, and the Pur-
suit of a Cure in Twentieth-Century America (Oxford: Oxford University Press, 
2003), Barron Lerner writes of the “social construction” of cancer. Siddhartha 
Mukherjee, in The Emperor of All Maladies, confi gures his history of the dis-
ease as a “biography.” Robert Aronowitz tells patient stories in his book 
Unnatural History: Breast Cancer and American Society (New York: Cam-
bridge University Press, 2007).

In Malignant, I treat knowledge not so much as neutral and descriptive, as 
histories of cancer might do, but as a creative force: in discovering and treating 
phenomena known collectively as cancer, scientists, social scientists, and histo-
rians have also created what we recognize as the disease. Cancer may start as a 
series of dividing cells (just as carbon forms the basis of living matter), but it is 
more richly understood as a rhetorical term that can powerfully organize rela-
tionships and as a key player in the broader history of the United States and 
elsewhere.

32. Only recently have patient advocacy groups been allowed at oncology 
conferences, and their admission is strictly regulated and not genuinely partici-
patory. At the San Antonio Breast Cancer Symposium (SABCS) meetings every 
December, for example, patient advocates each evening may listen to a panel of 

www.whale.to/cancer/breat6.html
www.hbsslaw.com/resources/newsroom/appeals-court-denies-astrazeneca-in-awp-case
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medical experts who translate the events of the day into lay language. The week 
I attended, the tone was sometimes condescending and sometimes simply 
explanatory, but the forum was never taken as an open exchange among knowl-
edgeable participants in the cancer complex.

33. Consider, for example, the statement that “the triumph of pediatric 
oncology today is a triumph of the multidisciplinary management concept” 
(Jerome M. Vaeth, ed., Childhood Cancer: Triumph over Tragedy [Basel: S. 
Karger, 1981], 7).

34. Rose Kushner, “Is Aggressive Adjuvant Chemotherapy the Halsted Rad-
ical of the ’80s?” CA: A Cancer Journal for Clinicians 34 (1984): 345–351. 
Kushner underwent treatment for breast cancer in the 1970s before dying of 
metastatic disease (the recurrence was found seven years after her initial diagno-
sis) in 1990.

35. Barron H. Lerner, “Ill Patient, Public Activist: Rose Kushner’s Attack on 
Breast Cancer Chemotherapy,” Bulletin of the History of Medicine 81 (2007): 
221–240.

36. Lerner, Breast Cancer Wars.
37. Lerner, “Ill Patient, Public Activist,” 240.
38. Kushner, “Aggressive Adjuvant Chemotherapy,” 345.
39. Science scholar Donna Haraway describes this divide and its errors well: 

“The modest witness [i.e., the one with no apparent stakes in a scientifi c proce-
dure] is the legitimate and authorized ventriloquist for the object world, adding 
nothing from his mere opinions, from his biasing embodiment. And so he is 
endowed with the remarkable power to establish the facts. He bears witness: he 
is objective; he guarantees the clarity and purity of objects. His subjectivity is 
his objectivity. His narratives have a magical power—they lose all trace of their 
history as stories, as products of partisan projects, as contestable representa-
tions, or as constructed documents in their potent capacity to defi ne the facts. 
The narratives become clear mirrors, fully magical mirrors, without once 
appealing to the transcendental or the magical” (Modest_Witness@Second_
Millennium. FemaleMan©_Meets_OncoMouse™: Feminism and Technoscience 
[New York: Routledge, 1997], 24).

40. Richard W. Clapp, Geneveive K. Howe, and Molly M. Jacobs, “Envi-
ronmental and Occupational Causes of Cancer: A Call to Act on What We 
Know,” Biomedicine and Pharmacotherapy 61 (2007): 631–639. The authors 
write that by ignoring the scientifi c evidence, we enable “tens of thousands of 
unnecessary illnesses and deaths every year.”

41. Derek Simons, “The Impressive City Cantos: Death and Life amid Urban 
Materiality,” Ph.D. diss., Simon Fraser University, 2010.

42. James S. Olson, Bathsheba’s Breast: Women, Cancer, and History (Bal-
timore: Johns Hopkins University Press, 2005), 84. For explanations of why 
therapeutic effi cacy is neither the necessary outcome of biomedical research nor 
a prerequisite for the use of particular drugs, see, e.g., Joan Fujimura, Crafting 
Science: A Sociohistory of the Quest for the Genetics of Cancer (Cambridge, 
Mass.: Harvard University Press, 1996); and Robert Proctor, The Cancer Wars: 
How Politics Shapes What We Know and Don’t Know about Cancer (New 
York: Basic Books, 1996).
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43. Eileen Welsome (The Plutonium Files [New York: Dial Press, 1999]) and 
Gerald Kutcher (“Cancer Therapy and Military Cold War Research: Crossing 
Epistemological and Ethical Boundaries,” History Workshop Journal 56 
[2003]: 105–30) write about radiation experimentation that involves massive 
doses of radiation or the injection of radioactive elements, and Elizabeth Toon 
(“Does Bigger Mean Better?”) traces how bodies with cancer have been caught 
in big professional shifts, such as the movement by radiologists to have radia-
tion treatments added to the protocol despite major debates about their effi -
cacy. See also Löwy, Between Bench and Bedside; and Bud, “Strategy in Amer-
ican Cancer Research after WWII.” Such histories often leave a critical question 
open: Is the disease by defi nition more horrible than any potential—no matter 
how implausible—treatment, or are people with cancer somehow less than 
human and thus easier to use as experimental subjects for new discoveries?

44. Although I have spoken with many people across many disciplines, I by 
no means have gathered anything like what might be called a generalizable 
“cancer experience.” Nor do I question the integrity of oncologists. Oncolo-
gists, like other experts, practice their profession for various reasons, both com-
plementary and contradictory, with greater or lesser skill, within often diffi cult 
circumstances. I remain agnostic on questions of hope, survival, and treatment. 
I point no fi ngers at researchers, at people choosing among a sparse set of treat-
ments, or at those raising money for more research, camps, awareness, or rides 
to the hospital. Many patients, caretakers, and doctors tell their stories sincerely 
and sympathetically, with a great deal of anger, frustration, resignation, and 
grief, and these emotions remain central to any possibility of understanding the 
cultural status of cancer.

chapter 1
1. Maurice Blanchot, The Instant of My Death, and Jacques Derrida, 

Demeure: Fiction and Testimony, trans. Elizabeth Rottenberg (Stanford: Stan-
ford University Press, 2000), 9.

2. The Oxford English Dictionary defi nes the word prognosis thus: “Med. A 
forecast of the probable course and termination of a case of disease; also, the 
action or art of making such a forecast.”

3. Mary Dunlap, “Eureka! Everything I Know about Cancer I Learned from 
My Dog,” ms. on fi le with author.

4. Post on the website CancerBaby, http://cancerbaby.typepad.com/cancerb-
aby/mother_may_i/index.html (accessed Oct. 17, 2006).

5. Prognostic logic continues to gain power and legibility through the cre-
ation of new groups of risk subjects: those encouraged to understand them-
selves as “at risk” for various diseases may take prophylactic drugs such as 
statins in the hope of countering their risky futures.

6. See “What Led Survivorship Care to Emerge as a Distinct Component of the 
Continuum of Care in Oncology?” Supplement to Oncology Nurse Edition 22, 
no. 4 (2008), for a medical history of the survivorship movement. For a genealogy 
of the “survivor” in cancer literature and medicine, see Emily Bartels, “Outside 
the Box: Surviving Survival,” Literature and Medicine 28 (2009): 237–252.

http://cancerbaby.typepad.com/cancerbaby/mother_may_i/index.html
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7. Survivor takes the sting out of the stigma, but the rhetoric may also be under-
stood as part of a broader cultural cancer-management technique. Recall, for 
example, sociologist Talcott Parsons’s still-relevant description of the “sick role” 
from the 1950s. Parsons hypothesized that the break from responsibility required 
by illness was rendered legitimate when the ill person followed culturally deter-
mined conventions of being ill, such as seeking healthcare and trying to become 
healthy. See Parsons, “The Sick Role and the Role of the Physician Reconsidered,” 
Milbank Memorial Fund Quarterly: Health and Society 53 (1975): 257–278.

8. Bernie S. Siegel, Love, Medicine, and Miracles: Lessons Learned about 
Self-Healing from a Surgeon’s Experience with Exceptional Patients (New 
York: William Morrow, 1990).

9. Quoted in Douglas Steinberg, “Combination Therapy Tames Stage III,” 
CURE: Cancer Updates, Research, and Education 2, no. 3 (2003): 41

10. Nicholas A. Christakis, Death Foretold: Prophecy and Prognosis in 
Medical Care (Chicago: University of Chicago Press, 2001).
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