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How to be a Person in the Age of Autoimmunity
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“I’m afraid that then dialectics in its total abstrusity is only good for totally sick, ill, and mad people”
—Goethe to Hegel on October 18, 1827
This begins with the last meal I ate without being afraid. I remember it vividly. My friend Buyong was visiting me in Paris. I had already
stopped working at that point because of pain in my joints. I was living off some money I’d saved. I was cautious of anything having to
do with French bureaucracy, but mostly avoided seeking financial assistance because I had no idea what the fuck was going on with
my body and assumed it was temporary. It was not.
I’d moved to Paris after graduating from college in the States. I needed a change and was trying to avoid New York for as long as
possible. Paris wasn’t supposed to be a brief stint; I intended to make a life for myself there. In the year I lived there before I got sick, I
worked part-time in a restaurant and part-time for a documentary production company.
Buyong and I were at some restaurant in the Marais—
the kind of place populated by middle-aged French
ladies who lunch. This was good. Buyong was in France
and I wanted her to have a very French meal in an
extremely French place. We were winning. We started
off with foie gras, followed by mussels and fries, crème
brûlée, two espressos, and some cigarettes.
That night, I puked. The next day, I puked twice and shit
ten times. Over the course of the following weeks, I
continued to puke and shit exponentially: a scatological
nightmare. Every cigarette made me puke. I lost over
forty pounds and grew weak. My mother, across the
Atlantic, cried into the phone. She thought I was dying. I
finally took myself to the hospital and was admitted.
My rheumatologist suggested I go to the rheumatology
ward at the Pitié-Salpêtrière Hospital. I was the
youngest person in the wing by about thirty years. I’d
On steroid treatment
already had many rheumatologists over the course of
that year who couldn’t diagnose my joint pain. Though I arrived complaining of extreme pain in my abdomen, fatigue, and persistent
diarrhea, my symptoms were ignored because I was in the rheumatology wing. I was put on steroids for the joint inflammation. The
nurses continued to bring me plates of French hospital food: mass-produced gems like cow’s tongue, cod puree, and blood sausage.
One night, I fainted and knocked my head while I was in the bathroom. They started running every test they could.
After a full year of undiagnosed symptoms and an acute crisis in which I spent a total of three weeks in the hospital, finally, I got a
diagnosis: Crohn’s disease. That, and ankylosing spondylitis, one of those diseases that’s as awkward to say as it is to live with. Both
are autoimmune in nature. Crohn’s is a disease of the intestinal tract, while AS affects the spine and peripheral joints. The doctors
were sparing in their emotional presence. Of course, this is a critical ability in their profession. They explained to me the incurable and
chronic nature of these diseases, that Crohn’s and AS are manageable through lifelong treatment. At this point, I was struggling to
understand. As a young person, I had recognized illness as a momentary state of incapacitation that would always go away. I had
spent the whole year hoping my joint pains would be cured with antibiotics, or something. My mind invented increasingly elaborate
explanations: maybe I’d contracted a virus from a friend who had traveled abroad; maybe I’d developed a bizarre allergy. But I hadn’t.
***
The doctors insisted on a risky treatment of biologic drugs, either Humira or Remicade. Both are immune
suppressants with the potential for terrifying side effects. Humira is self-injected every two weeks and
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Remicade is given as an infusion in a chemo center every other month. They told me there was no alternative,
but I’d heard that there were other drugs worth trying. I refused to believe that the treatment they offered was

my only option. I insisted on a second opinion and asked to be discharged. They sent in medical students, nurses, residents, interns,
and doctors to tell me that biologics were the only way. I was eventually taken off of the ineffective anti-inflammatory steroids.
The supposedly chronic nature of the diseases got me searching for other options, and ultimately a more holistic view of the body.
From my hospital bed, I would look up alternative treatments and scroll through Crohn’s forums on my smartphone. Some people with
Crohn’s had their colons removed through multiple surgeries and were still dependent on medication. Some people quit their
medications, adopted specialized diets, or went on extended fasts, and they claimed to be cured. I believed them and I still do. My
doctors told me there is a lot of misinformation on the web. This is true, but I was willing to listen to the suggestions of people who
actually lived with the disease over advice from those
who merely studied it.
Suspicious of anyone who tells me there is a singular
approach to anything, I decided to leave. I crawled out of
the hospital and all the way back to my apartment. I still
don’t know how I came out of that flare without the help
of medication, but I do have a hypothesis.
Before receiving a colonoscopy, I was put on a liquid diet
for a few days. The night before the procedure, I drank a
foul laxative preparation. Since Crohn’s manifests as
ulcers in the intestines, every time I ate it was like putting
sandpaper to an internal open sore. Resting my bowels
allowed me to slow down the flare. Eventually, I was able
to eat soft foods such as bananas and avocados. I
rested in my apartment until I had enough strength to
leave. Incapable of taking care of myself physically or
financially, I got on a flight home to Philadelphia as soon
as possible.
After rapid weight loss from a Crohn’s flare

The day after I landed, my knees started to swell and I
couldn’t walk again. Eventually, my digestive system gave way, too. This was my second flare, with many to come. The story continues
as such: constant fatigue and discomfort punctuated by the brief, high dramas of flares and successive hospitalizations. I spent the
greater part of two years lying down in a bed.
These kinds of experiences are difficult to narrativize. There is no story arc. In “On Being Ill,” Virginia Woolf writes:

Considering how common illness is, how tremendous the spiritual change that it brings, how astonishing, when the lights of health go
down, the undiscovered countries that are then disclosed, what wastes and deserts of the soul a slight attack of influenza brings to
light…it becomes strange indeed that illness has not taken its place with love, battle, and jealousy among the prime themes of
literature. Novels, one would have thought, would have been devoted to influenza; epic poems to typhoid; odes to pneumonia… But no;
… literature does its best to maintain that its concern is with the mind; that the body is a sheet of plain glass through which the soul
looks straight and clear.
This is, of course, the romantic view. Sometimes it’s not true; sometimes I’m the same asshole I was before I got sick. But as Susan
Sontag once wrote, “illness exacerbates consciousness.” As such, my life has been irrevocably changed by the experience of illness.
There is a lot of shame associated with disease. Disease is not polite conversation, and at my age, a career—not wellness—is the
expected goal.
I give voice to this period of my life not as an inconvenient period, but as a profound one worthy of being shared. I want to valorize my
time in ways that have nothing to do with work, to say a big “fuck you” to every person at a dinner party who has ever pointedly asked
me, “So…what do you do?” because I haven’t “done” much in a long time. The story I’m telling here is equal parts a processing of the
trauma of illness and an exploration of how the body is treated under the regime of capitalism. Stories of illness like mine should not be
kept away in beds and in hospital wards. They should be written so that we can understand the body as something beyond a sheet of
plain glass.
***
The experience of sickness is profoundly alienating. The difficulty of communicating illness is evident in the poverty of
language available to us to describe our physical ailments. We express by simile: it feels like someone is stabbing me
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repeatedly with a sharp knife. It feels like someone is grabbing my intestines and squeezing them. It feels like I’m trapped in my own
body.
In Illness as Metaphor, Sontag speaks of the influential eighteenth century French physician Marie François Xavier Bichat, who called
health “the silence of the organs” and disease “their revolt.” Under the influence of that image, only when we are sick do we become
aware of our otherwise static, humming organs. Then there’s the parlance of doctors, which is a language of war. Your immune system
is your body’s defense system. It has gone AWOL. We are here to defeat it. A militaristic approach is the prevailing ideology regarding
autoimmune disease.
My particular manifestation of autoimmunity is very specific—it occurs in my intestines and my joints—yet the basic mechanism is the
same across a wide range of illnesses and symptoms. The immune system is perplexed and is driven to hyperactivity. Autoimmune—
attacking the self. The immune system mistakes its own bodily materials for foreign agents and is confused about the distinction
between self and other.
Autoimmune disorders are difficult to diagnose. For ankylosing spondylitis, the average time between the onset of symptoms and
diagnosis is eight to twelve years. I was lucky; I only had to wait one year. But the process of diagnosis can often be discouraging and
upsetting. Several specialists offered the wrong diagnoses, treated me with drugs unrelated to my condition, and called me hysterical—
a hypochondriac. In contrast, I was also treated well by some very sympathetic and nurturing nurses. It reminded me that mediocre
treatment is not necessarily the fault of individuals, but of understaffed hospitals. At the same time, I’m not the only one who has felt
infantilized by doctors.
In “The Autoimmune Epidemic,” Donna Jackson Nakazawa writes, “Forty-five percent of patients with autoimmune diseases have been
labeled hypochondriacs in the earliest stages of their illnesses. Some of this, no doubt, has to do with the fact that 75 percent to 80
percent of autoimmune disease sufferers are women, who are more easily dismissed by the medical establishment when hard-todiagnose symptoms arise.” In my case, this was echoed by friends and family who suggested that my pain was psychosomatic or the
result of depression. Often, the identities of people with invisible disabilities do not fit neatly into either disabled or able-bodied
communities.
Autoimmune diseases are being diagnosed with increasing frequency and boomed in the post-war era of unregulated development. The
Mayo Clinic reports that the number of patients with lupus has tripled in the United States over the past forty years. Incidences of
multiple sclerosis have risen at a rate of 3 percent every year in the U.K. and Scandinavia. Multiple sclerosis rates have doubled in the
past forty years in Germany, Italy, and Greece, and type 1 diabetes has increased fivefold in the same time period. According to the
NIH, twenty-four million Americans live with autoimmune disease.
Because of the rapid spread of autoimmune disease in industrialized nations, Nakazawa states, “Scientists the world over have dubbed
it ‘the Western disease.’” The medical community remains unsure as to its origins, but often cites genetic factors. Others, unsatisfied
with this weak causal explanation for these “Western” afflictions, have been exploring the environmental triggers of autoimmunity.
One’s immune response is partially genetic. If you are not predisposed to autoimmunity, you are not likely to develop an autoimmune
disease. Yet to not take into account environmental factors seems like a sanitization of a bizarre phenomenon, a reliance on the
hermetic discourse of a medical field governed by specific protocols. I don’t mean to blame anyone specifically for the illnesses they
have endured, but humans have likely participated in the creation of this situation. Our bodies have absorbed environmental
degradation and the consequent chemical toxicity load.
If we explore the alternative to the medical community’s elusive explanation, we are left with a disease that is the result of unchecked
capitalist production and its runoff. Just as autoimmune disorders have the confused body attacking itself, capitalism has humans
attacking the natural world. Capitalism delineates a boundary between human society and the natural world; by separating them, it
becomes easier to exploit the latter. What we are left with is bodies that are confused: incapable, on molecular level, of maintaining the
basic boundaries that are constitutive of self. Mimicking, on a molecular level, the degrees of alienation and commodification that
happen to the body on a social and economic level.
There are currently no known cures for most autoimmune diseases. They are discussed as chronic conditions that must be in a lifelong
process of mitigation through biomedical means. My doctors would plead with me, as I shuffled into their offices with my
walker, to take Humira. Biologics are a new class of drugs, barely a decade old, used to treat a few autoimmune
conditions. Humira, which carries a black box warning, is an exact clone of a human antibody. It’s a human protein
cultivated in the bodies of mice. These biologics function as immune-suppressants, essentially shutting down the body’s
immune system to prevent it from attacking itself.
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But, left without its defenses, the body becomes vulnerable to fatal cancers, other autoimmune diseases, and opportunistic infections;
Humira’s medicine-as-technology counteracted my body’s self-destructive but “natural” behavior. Forget the dualistic mode of thought,
in which nothing was wrong with me,but something was wrong with my body. The idea is that I was deficient, and the only way to
become the optimal version of myself was to embrace a drug that would make me do no more than function, all for $3,000 a month.
My doctors’ assurance was that I would get well. I would be able to get a job with benefits that would allow me to pay for insurance.
Biomedical treatment operates on a capitalist understanding of time. Rather than embracing the regenerative powers of the body, the
idea is to get back to work as quickly as possible. It is the body’s radical autonomy that resists commodification. To spite our optimal
productivity, it gets sick. Sickness can be masked and treated but the body responds nonetheless. It reacts. It may take longer to
recover than is convenient to your boss. We do not
have time to get you better. We have time to make
you functional.

“You are too young to live like this!” became my wellintentioned doctors’ refrain. “What a shame! We can
get you back to work! You should be out living your
life!” And so, they perpetuated the supposed narrative
of health and death: illness is something that comes
late in life, right before the end. They acted as if I was
experiencing an inconvenience. As if I wasn’t living my
life anyway. They didn’t understand that this
experience had stripped and shed a light on me,
making it simply impossible to carry on as before.
There was no return to “normal.”
They often asked me about what I did before I
became sick. As if that was me, and this a brief
interlude of discomfort. In fact, most discussions in
doctors’
offices are about pain or discomfort. These
Receiving visitors in a Philadelphia hospital
are important issues. Proust wrote, “Illness is the
doctor to whom we pay most heed; to kindness, to knowledge, we make promise only; pain we obey.”
As my life came to be ruled by the sensation of pain, it became impossible to think about anything except the sensation of pain. But
pain is only the partial story of the body, a symptom of an underlying problem, whether an injury or a systemic issue. Pain is the body
calling out for your attention. I wanted to be healthy again, not simply living without pain. I wanted a medical practice that addresses the
true health of the body.
I resisted starting Humira for this very reason. My doctor explained that the way to eliminate the pain and inflammation was to clamp
down my overactive immune system. Doing this would prevent it from attacking my joints and my intestines, leaving me pain-free. But it
didn’t take care of the underlying problem: my immune system is confused. Eliminating my immune system sounded like a bad—an
incomplete—idea.
Most of my friends and family urged me to take what was offered. Even the people that I’d identified or had self-identified as radical or
left-leaning were suspiciously unsuspicious of the biomedical industrial complex: that every other industrial complex demanded rigorous
scrutiny, but in matters of health and the body, medicine was unmarked and depoliticized.
Here I was in the hospital, having my body completely compartmentalized— treated not as a living organism but as an alienated
collection of symptoms. What I realized through these visits, and my increased aversion to biomedical intervention (even while it was
keeping me alive) was a resistance to a cyborgian present. I was in a futuristic nightmare, watching my body change and having no
control over it; getting post-industrial noise MRIs; having a blood transfusion and feeling two pints of someone else’s cold blood course
through my veins; getting a colonoscopy, where I was knocked out and a fiberoptic camera was stuck up my ass and through my
intestines. I asked for a copy of the video, a request they did not take seriously, nor find humorous.
I am not a neo-Luddite. I am wholly indebted to modern science and technology for keeping me alive and in little pain. I believe in the
specificity of cases. Sometimes biomedical treatment is inevitable and sometimes it is not, but I find expressions of the
body purity problematic. Our bodies are not discrete entities. They constantly interface with organisms and substances
in our environment. Body modification and augmentation is an age-old human practice. We have always been cyborgs.
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Intellectually, I embrace the idea of being a cyborg, but in the midst of my health crisis I became opposed to this new identification.
Faced with feeling less and less human, I clung to a particular idea of humanity denied through current medical practices. My symptoms
also made me feel human, in a particularly disagreeable way.
The primary, most easily identifiable symptom of Crohn’s disease is diarrhea. In my worst flares, I would shit upwards of thirty times a
day. I sacrificed entire days to incessant shitting. I was forced into more intimate relations with my body—relations that underscored my
lack of control, thus my lack of civility, and ultimately my body’s radical realness. Nothing killed my ego more quickly than being an adult
and having people I don’t know (nurses) or people I know well (my father) take away my bedpan and wipe my ass.
I’m nowhere near the first person to take shit seriously. Lacan suggested that the only thing distinguishing humans from animals is that
we are ashamed by our shit. In “The Power of Horror,” Kristeva writes, “Excrement and its equivalents (decay, infection, disease,
corpse, etc.) stand for the danger to identity that comes from without: the ego threatened by the non-ego, society threatened by its
outside, life by death.” Shit reminds us of the fact that we shit, that we are in part biological process, not just social relations. Bataille
saw the liberatory potential of human excrement and all the abject substances humans expulse in order to live.
IRA political prisoners in Northern Ireland during the “No Wash” protests of the ’70s and ’80s put this strain of thought into practice by
refusing to wash. They shit, pissed, and vomited all over their cells. Women stopped using menstrual paraphernalia. They stopped
performing social order and stopped conducting their bodies as expected.
We police our own bodies for the greater social order in a variety of ways. Only clean, sanitized bodies are allowed to participate.
There were many things that I was unable to do while I was sick. For a whole year, I fucked no one. There were some technical issues,
but that doesn’t mean I didn’t want to. I had the stamina of someone on her deathbed, but beyond that, to be sick and to desire is a
faux pas. My doctors were anxious for me to get back to work, but some human activities were never discussed. Sexuality is the right
of those designated as “healthy” in our culture. A quick scan of contemporary popular culture suggests that aside from the most ablebodied (white, straight, cis-bodied, and of means), it is repulsive and “unnatural” for the sick, the disabled, or the elderly to talk about or
openly engage in sexual conduct.
The abject body aside, it is difficult to conceptualize the body in general under the current cult of health. Descartes discusses the body
in mechanical terms. Sontag notes the metaphor of the body “as a factory, an image of the body’s functioning under the sign of health.”
What happens when our bodies “revolt” and the factories stop functioning so smoothly? Perhaps they are trying to tell us something
about their conditions.
We are at a point at which the highly efficient mechanization of the body of the factory worker under capitalism has given way to the
virtualization of our labor through the Internet (and through the extraction of our labor from other places). The advent of the
smartphone has usurped leisure time from the working able-bodied. According to the Critical Art Ensemble , a tactical media collective,
people with smartphones are cyborgs who can be accessed at all time as autonomous 24-hour workstations. We’ve moved from a
system based on the production and consumption of goods to a mystical finance capitalism. The increased virtuality of labor, not unlike
the administering of biomedical technology, is meant to make life more convenient. Increased ease of life is the ideal that we assume
technology fulfills. And yet as advanced capitalism has deemed the physical body an obsolete, outdated tool, the body still remains. It
continues to fail under capitalist conditions and gets pathologized as illness. The body is another inconvenience that must be enhanced
and optimized.
As our society views itself as approaching pure rationality, our bodies become subject to utilitarianism. In “Flesh Machine,” Critical Art
Ensemble writes, “[The body] will be made to function instrumentally so that it may better fulfill the imperatives of pancapitalism…
physical perfection will be defined by an individual’s ability to separate he/rself from non-rational motivation and emergent desires, thus
increasing he/r potential devotion to varieties of political-economic service.” Capitalism objectifies the body. It views the body as an
exploitable resource and attempts to render it indestructible and unstoppable with the aid of technology. Nothing is sacred; all is fair in
the service of capital. In the U.S., there are no limitations on hours clocked in, and there are no mandates for employers to provide sick
days to their employees. The body’s natural weaknesses and limitations are ignored. I’m hesitant to take an evolutionary approach, but
our bodies have not changed for hundreds of thousands of years. What we do with them is radically different from our humble
beginnings. I’m primarily concerned with whether these technologically engaged practices lead us toward increased
autonomy or increased subservience.
Health and wellness become an ideological tool deployed to normalize the body in the interests of capitalist production.
This is made all the more effective and complicated because well-being is naturally desired by the patient and can be
administered through self-care. The paradox is that I want to feel better more than anything else.
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***
I’ve been sick and unemployed for what feels like a long time. Before I became sick, I was fairly industrious. In college, I produced
cultural events and lectures, I started clubs, I negotiated with the school administration, I took five to six classes per semester. I often
did more than was expected of me and I spread myself thin. I went from incredible levels of productivity to spending most of my time
alternately convalescing in a bed or puking in a toilet. I was chronically fatigued; getting dressed in the morning required a guargantuan
effort. And on some days, holding a book or feeding myself was exhausting. Expectedly, I developed feelings of guilt over my inability to
be a productive member of society: moralizing my disability as sloth, viewing my body’s natural limitations as personal failure. I was
anxious to get back to work. I still occasionally have these feelings of anxiety, but for the most part they have subsided. After my fourth
flare, I gave up on the idea of being employed for a while, accepted that it
wasn’t a viable option for me. The pace of my life slowed down. I stopped
multi-tasking. I became more forgiving with myself. I realized that there was
nothing wrong with me.
A German activist group called the Socialist Patients’ Collective (SPK)
addresses the internalized desire to work by casting the relationship
between patients and doctors in a Marxist framework. For the SPK, everyone
is sick under capitalism. For some, their bodies make them more aware of
this. The SPK was formed in 1970 and existed for about a year. Before their
dissolution, they managed to put out some fiery propaganda. Their slogan
was, “Turn your illness into a weapon.” They also wrote, “Sickness is the
condition and result of capitalism.” As a perpetual patient, this rhetoric is
refreshing. The chronically ill are often cast as victims of fate or genetics.
Rarely are we politicized or allowed to relate our personal experiences to
larger social or cultural phenomena. As far as doctors are concerned, our
diseases are empirical facts and not much else.
Following the logic of SPK, being ill appears to be a de facto resistance to
the established social order, to capitalist production and subsequently to the
engendering of material relations between humans. Disease necessitates
unemployment and unemployment is a social disease. When we are sick, we
enact unintended resistance to an economic system that privileges
efficiency over resilience.
Of course, illness predates capitalism, but the physical impairments that
The cane appears on Facebook
make the condition of wage-dependence unlivable were not always disabling.
The social model of disability maintains a clear distinction between disability
and impairment. Impairment is an illness, injury, or congenital condition that causes loss of ability or partial ability to function. Disability,
in contrast, signifies a particular relationship to one’s environment. Disability is the reflection of barriers that prevent people with
impairments from participating in society. For example, when I have difficulty walking, it is a physical impairment. I am disabled not by
my physical impairment, but by the fact that many buildings don’t have ramps or elevators. Capitalism is an economic system that
assesses bodies in terms of labor power, designating certain bodies as useful and others as not. Physical or mental impairment as an
excuse for exclusion from social or economic life is endlessly reinforced under this system.
So what does this resistance by way of illness look like? Sometimes it looks like leisure. Ah yes, leisure: the time we have when we are
not at work, the time that we own. According to the Situationists, leisure is a cruel trick: it’s our precious time sold back to us as a
commodity. After my many hospitalizations, there was always a period of convalescence. Convalescence is a bourgeois activity much
like leisure. Sontag writes, “The Romantics invented Invalidism as a pretext for leisure, and for dismissing bourgeois obligations in order
to live for one’s art. It was a way of retiring from the world without having to take responsibility for the decision.” I was at times grateful
for catching a break from my own high standards for myself. I imagined myself a nineteenth century waif relaxing in a Swiss
sanatorium. I was able to convalesce for many reasons, including the fact that I lived at home and was financially supported by my
mother. Under the Affordable Care Act, I am covered under her insurance plan for six more months.
I am blessed. I live in a country where I have access to medical care, albeit at great cost. When I was first hospitalized
in the States, I stayed for five days and left with a $52,000 bill—most of which was covered by my insurance. In France,
I was hospitalized for three weeks and left with only a bill for the television in my hospital room. Everyone is minimally
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covered in France, yet as a low-income resident I qualified for 100 percent coverage.
I suffer from a disease that is not stigmatized or associated with so-called deviant or immoral behavior, unlike people with HIV or
hepatitis. I am allowed to be a victim and no one assumes that I got what I deserved. While I was sick, my time was not economically
exploitable in the Marxist sense. I could not contribute to the work force. What happens when time is not money? I spent a whole year
mostly lying in a bed producing nothing; extremely bored. Maintaining remission and taking care of myself required a lot of my time. In
order to justify my unemployment, I still thought in capitalist time designations, and would tell people that taking care of myself was a
“full-time job.” If I was not seeing a specialist, getting medical tests, or in physical therapy, I spent most of my time on the Internet,
probably as bored as you were at work. For many chronically ill and disabled people, the Internet is an invaluable social space. I was
bed-bound and it became my life. Nerds have lived virtual lives since the advent of virtuality, but for those of us whose physical bodies
can seem like a burden or an ontological prison, the Internet functions as a utopia of sorts.
No one knew I was sick. My Facebook presented an able-bodied version of myself stagnant for many months. On the net, my healthy
self was frozen in poses of youthful exuberance, running around the city of Paris, wining and dining. Really, I was immobile in my
mother’s one-bedroom apartment in Philadelphia, at times in a wheelchair, at times needing assistance for basic activities like brushing
my teeth or holding a glass of water. To this day I have very few images of this period of my life. The day a friend decided to post a
picture of me using my cane was a big day for me.
Over the months I have become more stable. I reluctantly started Humira, the drug that I had avoided for over a year. I told my doctors
that I wanted to try to heal myself holistically and they skeptically agreed to monitor me while I took myself off of the steroids that had
gotten me out of the previous flare. My gastroenterologist told me that I wouldn’t last a week without my medication. I adopted a raw
diet, exercised regularly, slept a lot, meditated daily, went to acupuncture, and went to psychotherapy. I took no pills, except for some
vitamins that I had been deficient in, and I lasted two months, to the surprise of my doctors. Then everything started to go downhill
again.
I remained in this cycle of watching my health deteriorate rapidly, followed by long months of recovery. The minute I felt well again, I
would start flaring and the cycle would continue. After the last course of steroids, I decided to go with Humira for some more stability. I
was desperate for relief. It’s too early to tell, but I think it is helping make the day-to-day more manageable. I’m trying to accept this as
the step I had to take, while still hoping for a less detrimental option in the future.
I’m still highly suspicious of the biomedical industrial complex. Over the past few years, I have found myself completely and inextricably
tied to this world in a way that I didn’t want to be. I desire an alternative and I still believe that one day I won’t need this medication to
live. Yet, currently, I’m fully dependent on Humira for my functionality. It is difficult to conceive of resistance to something that I need
right now. The current battle is to not to let ideological extremes play out on a mental or physical level. I have a tendency to think it is
all-or-nothing with my health. If I’m pumped full of toxic drugs, I can eat crap all day, never exercise or sleep, start smoking and drinking
again. If I’m off of medication, I have to eat clean, exercise daily, and sleep a minimum of eight hours per night. Definitely no drugs or
alcohol. For the moment, I’m trying to find a middle ground that means taking my medication diligently, taking care of myself, and
allowing for vice in moderation.
I left my mother’s place and have been living in New York City for a month now. I am on the hunt for work and an apartment, much like
the quarter million people who move here every year. For everyone hustling in this metropolis, it can be quite stressful. I try to stay calm
and not worry about the two-year gap on my resume. I’ve dealt with worse things.
In college, I used to work my body to the bone, swallowing fistfuls of amphetamines to get as much done as possible. I can’t handle
that anymore. I still struggle with deadlines, but I refuse to make them at the expense of my body. My body has aged considerably. I
need those eight hours of sleep. I need nutrients.
When I first started dating my current partner, they asked me, “What is it that you want?”
I said, “To be happy and healthy.”
“That’s what old people want.”
I said, “I’ve been through some things that old people go through.” My experience has made me less invested in notions of success
and more invested in notions of happiness.
At the risk of sounding condescending and corny, I will say that I feel simultaneously late in the game and over the
game. I have no idea what it’s like to work full-time, in the same place, for over a year. I’m 25, so not having that
experience makes me feel left behind. Yet sometimes, my peers’ office concerns seem as absurd as a Dilbert comic
strip. Unlike my oversubscribed friends, I’m learning how to say “no,” and I refuse to overbook myself.
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Since we associate illness with old age, it’s no surprise that we view the elderly as the ultimate refuse of our capitalist system. Just
look at how we treat them. I still don’t have the wisdom of an old person. Despite my wariness towards my doctors’ capitalist urgings, I
crave normalcy. I can’t wait to get back to work. I’m at a place in my life where I’m trying to find out whether I am capable of making a
living on my own or whether I need to take my social security appeal more seriously. In all of this uncertainty, all I can do is try to be my
own advocate and remain medically informed.
My hair and bones have thinned from previous medications. I still have trouble with stairs. I’m still exhausted. I’ve been diagnosed with a
third autoimmune condition, Graves’ disease. Now I get to see three different specialists. I know that the rest of my life might be spent
mitigating side effects. But already there have been improvements: I’ve gained the weight back. I only shit once or twice a day. I can
walk for longer than two minutes without being in pain. I’m learning to navigate this disease, anticipating flares before they spiral out of
control. I try to remain in the present. My next flare may come in six days, six weeks, six months, six years—or never. This condition of
existence requires openness to the ebb and flow of things, an understanding that everything changes—for better or worse.

—This article
article originally
—This
originally appeared
appearedininCluster
ClusterMag
Mag@ @theclustermag.com
theclustermag.com
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Our Bodies, Our Shelves
Kaye Cain-Nielsen

At 1:57pm I stumble out of the underground and run up the street in budding frost and blinding light. Only one minute late.
What’s my best excuse—one that makes me sound normal, not frantic? This is second interview. I hope I get the job.
My name is called; I follow the name caller into a small room. A pleasant, bright, but not overly warm blonde woman says hello
and introduces herself. I am asked to undress and put on a gown with the opening and ties in front. I step out from behind a
curtain, hoist myself upward, place my ankles in the stirrups, and scoot my behind to the edge of the papered table as I’ve
been told. I am asked a few initial questions and told that I’ll feel pressure. Meanwhile, a sterile, phallic-shaped object is
inserted into my vagina.

My organs are what I’ve come to have interviewed today.
There are my ovaries on the screen to my left. I’d passed a first test already; my organs are what I’ve come to have
interviewed today. The blonde woman, a doctor, points to the screen and explains how my insides stack up against her ideal
uterine candidate. I twist my neck to see. She tells me I have 18 follicles on the right side, 21 on the left.
“And what does that mean?” I ask.
“That’s good,” she affirms. “That means we can get a lot of eggs out of you.”
My follicles appraised, I am released. I put my clothes back on and walk out of the fertility clinic’s exam room, one of many
hosted by this well-established, reputable institution. After the ultrasound, I am told to go and sit tight in an olive green chair,
where I wait to have my blood taken.
“What’s this for?” I ask the nurse who comes over to me. I put my hand in a fist as she instructs, looking at her rather than at
my arm.
“I’m glad you asked,” she says. “Most people don’t.”
She mumbles something and I nod, pretending to understand. I’m recovering from a fever that I haven’t shaken
off. I’ve tried to work straight through it—as a freelancer, I don’t get sick days. She gives me a form and a few
instructions, which I listen to, but again don’t really hear. I ask her to clarify what I’m signing for, and she
repeats:
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“Genetic testing. They’re testing your blood for diseases,” she explains.
She turns cold when I start filling out the part of the form that asks for a name and address: “You’re just a donor! They don’t
need to know who you are.”
My form is yanked away and she slaps down a new one. “You’d better sign the back of this first. In case you forget again.”
I try to tell her I am slightly confused because I am still recovering from a fever. She doesn’t respond. I want to explain that I
have this fever because, probably like her, I work too hard, because I collect jobs paid and unpaid like heavy charms on a
bracelet I display, to anyone who asks, with confused pride. (The shiniest weighs me down the most, but it pays nothing.)
I can’t stop to get well because I live and work in New York City, and that’s the market reality for our bodies here. I want to
add “egg donor” to my chain, to display this most recent job with intrigue, shame, and a story to tell. Not to mention the huge
paycheck. I want to tell her that I am beyond sick—I am looking for cures in easy money and bought time; I’m ready and willing
to sell my body parts to get better. Instead, I apologize for being less functional than usual. She doesn’t care, or doesn’t listen.
She’s trying to work, too, to make a wage and a living, and I’d messed up the precariously smooth operation of her day.
I fill out the form, careful not to include any of my human codifiers: name, to tell something of my ancestry; area code, to tell
from which aspiring part of the country I fled in favor of New York; address, to show where I landed, what I can afford on a
freelance editor, writer, researcher, and tutor’s salary. I sign the back of the form and a small card with a butterfly on it, which
grants permission for my genetic makeup to be anonymously tested and, perhaps, deemed passable. I clench my fist and
watch the blood squirt into a vial.
The nurse doesn’t smile; she barely acknowledges my thanks and goodbye. I’m sure I’ve made a grave error and won’t be
hired. I’d shown that I wanted to be acknowledged, named, humanized. Exiting the clinic I wonder vaguely if my blood is
diseased, marked by unknown genetic failures absorbed through centuries of pairings, mixings, births.
Just don’t write “Battle Royale,” I told myself, over and over. Don’t. Capital F Female. Put your best
qualities forward.
By 2008, well over 100,000 American women donated their eggs to fertility clinics. Donated — as in, “compensated donation.”
In some states and countries, egg donation for medical research or uterine insertion remains legally uncompensated. As a
result, almost no one volunteers to undergo the risky, time-intensive procedure. Having high doses of fertility drugs containing
hormones injected into the skin on a daily basis, then allowing a highly skilled surgeon to relieve the over-stimulated ovarian
follicles of their eggs isn’t exactly something that can be advertised on craigslist under “no compensation” — but…we can
provide unparalleled experience and great contacts!
New York law states a woman cannot “sell” her eggs, but can “donate” them for between 5- and 10 thousand dollars. The
language at the fertility clinic I contacted was very specific: It is illegal for oocyte donors to sell their eggs. Young women who
donate anonymously receive $8,000 in compensation for their time, risk, and effort in donating their eggs. They explain that all
costs will be covered: medical, pharmaceutical, and psychological.
Most “donors” are in college (women must be at peak fertility, or between 21 and 30, to donate) or otherwise young, fertile,
and in need of financial relief. Some are recruited for their special qualities. Are you tall? Blonde? Jewish? Egg donation is
unchecked by many restrictions that apply to other types of employment. This is not an equal opportunity situation.
The week before the ultrasound, I’d come into the fertility clinic to sit in a tiny room with no windows and write out everything I
knew about my health and family history. This information was to go, anonymously, into a profile that potential egg-seeking
“matches” could use to find their closest genetic match. My grandmother’s weight, my mother’s blood pressure level, the color
of my grandfather’s eyes and the year of his immigration from Denmark. The cause of death for Aileen, Albert, Bent, and
Peggy, names removed. I was asked to list the qualities I admired most in my mother, the kind of emotional
atmosphere I was raised in. I was asked to list my favorite book and why, where I’d like to be professionally in
five years, the details of any past pregnancies, my favorite movie and why.
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Just don’t write “Battle Royale,” I repeated to myself. Don’t. Make yourself look sweet; intelligent, honest, pliable, ambitious,
and motherly. Capital F Female. Put your best qualities forward.
This was little different from the scores of job applications I’d filled out since graduating college two years ago but for the
additional intimate queries. What are your best and worst qualities, and how many sexual partners have you had over the last
six months? Year? Anal sex? Drug use?
Writing these things was one form of embarrassment; speaking them aloud felt different. After the first round of vetting and
the physical exam, the questions continued. Had I ever been pregnant? The blonde doctor asked, glancing at my chart, where
the answer to this question was already clearly written.
“Yes,” I confirmed.
“Tell me about that,” she pried. I stopped. In any other job interview, how would I handle this? What did the self-help bloggers
say? Turn it into a positive! Shift the focus on negative experiences and focus on the lesson you learned, the positive qualities
you gained!
How to: (the Google search begins) condense the most concrete, the most painful, the most jarring experience of my twentyfive years into something simple, calm….positive? How to: simplify weeks of agonizing back and forth on what to do with the
life I’d accidentally started, the nauseating mix of trauma and gratitude of a legal abortion, the confusion of how to speak
privately or publically about the taboo yet commonplace procedure in a palatable response? I was in a clinic, I reminded
myself, not an editor’s office. But I was, after all, under scrutiny. I wanted the job.
I tell her I was pregnant last year, and it ended in a termination. Should I add, “At least I know I’m fertile!” Or, “I still feel
wretched every day but want to use that experience to help out another couple!” Or perhaps a joke: “Well, it was the only
possible promotion from my job as a nanny, and I guess my uterus is as competitive as I am?”
I settle on “There were no complications.” I swallow and think about the compensation for donation: $8,000. I think about
freedom from debt, about months of rent for my Queens apartment paid off, about a moment’s rest. Maybe I could cut out one
of my five jobs. Maybe I’d do so well I’d be promoted and could donate more eggs; make more money. I thought about not
having to ask my overworked mother for help, starting a savings account, paying her back.
But of course, we live in America, where choice, and the ability to buy choice, rules.

Some egg donors have dealers who act like agents for novelists or actors. The boutique clinics or private “brokers” who offer
upwards of 20, 30, or even $60,000 per harvested cycle are only interested if you are over 5’9”, Caucasian, and measurably
above average in looks and intelligence. Ivy league education a plus. Sometimes, if you are the right brand of “exotic,” (ads I
saw most frequently asked for Jewish or Asian would-be donors) being outside of this model can earn you more money.
But of course, we live in America, where choice, and the ability to buy choice, rules. The demand for the purchasable
experience of pregnancy is high. The more money offered, the more discriminating one’s taste can become. As with other
markets centered around the buying and selling of poorer humans and their parts, the greatest risk goes to the seller—the one
whose body is up for rent.
Yet, as I found so attractive, egg donation is one of the few jobs in this economy where there are more positions for women
workers than there are jobs themselves. According to Dr. Mark Sauer, director of the Center for Women’s Reproductive Care
at a large research university, “Women aren’t exactly lining up [...] There are a lot more recipients than donors.”
Dr. Sauer’s observation isn’t so surprising. The short-term risks of egg donation include discomfort, nausea, weight gain of up
to 10 pounds in 3-5 days, irritability, abdominal pain, mood swings, and arterial thrombosis. From the egg retrieval itself– which
sees the donor under anesthesia and involves the insertion of a very thin metal tube in the vagina, up through the
cervix, and into the ovaries where the overproduced eggs fill a treated woman’s follicles– a woman risks potential
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bleeding, infection, damage to the ovaries or bowel and bladder, and the ominous, sweeping risk of “persistent
psychological problems.”

Longer-term risks are fairly mysterious, but in some cases or studies, donation has been linked to cancer, infertility, and death.
“Yet,” according to a helpful bioethics wiki on the subject, “not allowing women to donate eggs would be inappropriately
controlling and would breach the bioethical principle of autonomy and self-determination.”
I read about one woman whose autonomy and self-determination inspired her to sell her eggs for years as a primary form of
income. Eventually, her donor turned on her. She sold her story as a book, since everyone, especially mid-and-post-recession,
loves a good egg donation story—almost as much as a good betrayal. As is the case with anyone on the liminal, somewherenear-last pecking order of the body-capital market, some egg donors have stories saturated with the potent mixture of pain,
curiosity, and pleasure that drives the late capitalist entertainment market.
As documented in medical studies, comments on blogs, and especially in a documentary called Eggsploitation, the
profession’s extreme occupational hazards include severely distended abdomens, emergency removal of swollen ovaries, and
hospitalizations–all paid off by the clinics, but literally scarring and in some cases more than that. Then there are the
unproven cases that link donation to death by ovarian, breast, or other cancers. The expenses of longer-term affects,
forgotten after the anonymous donor ends her last cycle and the expectant parents either birth or do not birth the child that is
now legally theirs, are probably not covered by the fertility clinics.
Other donors speak joyfully on blogs or forums of their chosen side profession and the children (known and unknown) that
their eggs produced, expressing fulfillment at the idea that they were able to make the dream of parenthood for a nonconceiving heterosexual couple, single woman, or homosexual couple come true. Just count the exclamation points in one
of“AltruiDonor”’s blogs:
I am officially an EGG DONOR!!!! EEEEEEEK!
I got a call from the hospital and after a very nervous 6 weeks of waiting, all the results from my many
many tests have come back all clear!!! Which means i am officially an egg donor and the ball is in full
swing to get rolling! So excited! The next step is waiting to hear from the hospital about syncing my cycle
up with the lady who's getting my eggs and getting into a hospital up here (hopefully Seacroft) to learn
how to do my hormone injections!!!
Will keep you posted!!

— altrui (@AltruiDonor) November 7, 2012

There’s nothing inherently wrong with egg donation, according to the laws of New York State, of America. But many believe
otherwise. In documentaries likeEggsploitation, the argument is that the practice is predatory, market-driven, and ultimately
extremely harmful to the donors.
The significant risks cited by bioethicists include but are not limited to the commodification of human
life and compromised issues of identity.
Catholics do not condone in-vitro fertilization unless it occurs between one man and one woman united in holy matrimony—no
outside parties. IVF is condemned even within a marriage if the sperm is gathered through masturbation. In the Bible, Sarai,
Hagar, and Abraham suffer immensely from an ancient form of egg donation. For Jews, it’s more complicated still, with
rabbinical voices weighing in on both sides of the maternity question: if a child comes from a donated egg, who is the “real”
mother? Does the Jewishness of the child rest in the egg, or the gestational womb? In Islam, egg donation is generally
rejected.
Outside the perspective of the sacred texts, in the field of bioethics, donation is not condoned, nor is it necessarily seen as
pure evil. It has been, however, likened to selling other organs on the black market, or to genetic testing on populations that
are poor and undereducated.
The significant risks cited by bioethicists include but are not limited to the commodification of human life and
compromised issues of identity.
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According to a study authored by a physician mother calling for follow-up on her daughter’s post-donation colon cancer, of the
American women who sold their eggs as of 2008: “Few would have received enough information for them to make an
informed decision. Most would not have understood that there is a huge difference between being told, “We don’t know of any
significant long-term risks” and “There are no significant long-term risks.” Aside from the cancers and death mentioned
previously some “significant” risks cited by bioethicists include but are not limited to: the commodification of human life,
compromised issues of identity, and the risk of women not selected to be donors facing a risk to their psychological selfidentity.
We want our biological makeup to be desired. It’s hard enough feeling genuinely wanted as a young woman roaming New York
City in search not just of success, but also love and sex. To hear “confirmation” from a medical professional that your genetic
makeup is inferior could very well be worse for a young woman’s self-confidence than receiving a Facebook message along
the lines of “Heyy, I just think you should know, I’m not really looking for anything romantic right now…” or as is more often the
case, no message at all.
Donation clinics seem to follow a similar story line to entice potential donors: Help a woman achieve her dream of parenthood.
Do your part; be there when needed. You’re worthy, and wanted, though of course you’ll remain nameless. It’s not a huge time
commitment, and the rewards of your selfless act are great.
The language of those who believe in or practice or have had children by egg donation is equally affirming, welcoming for a
young woman who may want to feel needed—more along these lines, taken from parents via egg donation dot org: “At the end
of the day, we believe that the child you have via this process is the child you are meant to have, and will be the most
amazing, beautiful, perfect child you have ever laid on eyes on.”
Engaging in egg donation is a sensitive matter, not least for expectant couples. Based on comments I’ve read while trolling
fertility blogs, the main rhetorical defense for women who conceive by donation is that they choose egg donation out of
desperation, not a desire to play at being
Creator. This was a last-ditch option after
a long period of suffering from infertility
and/or miscarriages, the donor-parent
bloggers explain. One or two will make a
concession to adoption: “it’s a very
personal choice, and my partner and I did
not want to embark on that process.”
They all insist that egg donation is not a
“creepy” attempt to “create the ideal
child.” They make the point, about being
selective, that this is little different from
the lack of “equal opportunity” that goes
into, if one is heterosexual, selecting a
man to procreate with according to his
physical, intellectual, and emotional characteristics.
I feel for these women. It is awful, I can only imagine, to be told you cannot have children through your own womb when that is
all you desire. And while the selection of traits is not necessarily “creepy,” or morally wrong, it differs significantly from dating.
Money, primarily, but also anonymity, are directly involved in this selection process.
“I see no reason,” an egg donor proponent insists, “why there should be limits on what is important to egg donor recipients or
how selective they want to be. Most of us come to realize that being too selective has its trade-offs – it
becomes more difficult and sometimes more expensive to find a donor.”
Yes, is hard to have choice, and oftentimes, apparently, burdensome to be rich and selective. Though I do have
my doubts about these ethical questions, I’m less concerned with morally judging those who engage in donation
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on the side of becoming parents. It’s probably true for thousands of couples that dream of pregnancy and resort to egg
donation that the ability to have a child at all is a “wonderful gift.” But the aggressive sentiments expressed in certain
comments on egg donor forums are of concern. The women and men (or compensated spokespersons) who feel it necessary
to affirm that “no one is being paid for eggs,” or that they’re “tired of journalists trotting out extreme cases to make a point,”
or that “excessive concern over egg donation is indeed excessive… it seems unlikely that anyone will ever be exploited,
certainly not the donor…” are actively denying the fact that these gifts, donated or otherwise, are often wrapped in the
exploitation of an invisible other.
It may be a miracle to live in an age where if you cannot have a child—which is itself its own, very real trauma—you can trade
your money and perhaps some of your own medical risk to purchase and implant some other, poorer woman’s eggs. Yes, she
may be drawn into risky behavior solely because she can gain thousands of dollars that can ease her current desperation, but
if she goes into it willingly, is it right? Furthermore: as a practice, is it predatory?
I could assess the risks as abstractions: who is to say that I would rage uncontrollably at the
excessive dose of hormones? Would it be so bad? Would cancer be so bad?
First, let’s step outside of the prescribed language and call it what it is. Egg “donation” is not donation. “Donation” is giving
something of yourself to another without compensation. Despite the careful legal language and the focus of fertility clinic
rhetoric on altruism (there’s a place called AltruiDonor in the UK), “egg donation” amounts to the selling of one’s eggs. An
$8,000 price tag is enough to cloud the judgment of many a well-educated woman.
It certainly clouded mine. I could use the money. I could assess the risks as abstractions: who is to say that I would rage
uncontrollably at the excessive doses of hormones? Would it be so bad? Would cancer be so bad? What seemed less
abstract was my need to eat, have shelter, and the luxury of time to live rather than simply work, work, work. What I saw, given
the option to sell, was not risk, nor even a reflection of my own self. What I saw was a warped Maslow’s pyramid with a neon
green dollar sign flashing out front.
Being a woman under late capitalism is confusing to begin with. The glass ceiling still exists. It is smeared in glittery pink paint,
with the phrases “for her” and “goddess” scribbled in curly font, and in some places scrubbed so clean with streak-free
Windex, denial, and a false sense of equality that often, a woman crashes uterus-first into it under the auspices of undeterred
ascent. This past year, a few tokens of success were won and doled: some women in the U.S. can legally marry their female
partners for the first time, China saw its first female astronaut, Saudi Arabia its first female athlete.
But we still, incredibly, receive less pay for equal work. 2012 saw the passing of anti-choice legislation, one of the more
egregious internationally-reported cases of gang rape of a woman, a teenage girl blamed by a high school football coach for
her own well-documented sexual assault on national news, and a court determining it was acceptable for a woman to be fired
based upon her “irresistibility.” Sexually promiscuous women are still called sluts and whores by their peers but boys will
always be boys. I’ve seen it when I’ve been or felt sexually harassed, looked down upon, paid less, ignored while asking for
compensation, and asked –- or, rather, told — to do extra work without being compensated more. It’s been assumed that I
would be thrilled to “help out.”
How does the prospect of selling eggs fit into this perplexing time to sport a vagina? Egg donation, as an option, can be seen
at once demeaning and empowering: A job that no one else but a woman can have–or rather, a racially pre-selected, usually
white, struggling, middle-class, educated woman–can have. For the infertile, the homosexual, the single, and the well-to-do,
egg donation is another of the joyous luxuries of modern science.
But then there are the women who act as that market’s laborers and nameless vessels; those who are themselves farmed–
the anonymous sows, cows, or bitches pumped with hormones and praised for their pedigree and exaggerated numbers of
follicles.
For me, the prospect of donation felt very much like a prospective job. Beetween meeting with students about
their theses, I crouched into a corner at the college where I was tutoring and did my best to sound Bright,
Willing, and Compassionate when calling the clinic. When they called back to schedule a second interview, I
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made sure to compose myself, to mention where I was and why I was unable to talk just then. I was busy. I was volunteering in
the Rockaways after Hurricane Sandy. I was willing to go where I was needed, ready to risk something–anything maybe, to
lend a hand or, by extension, an egg.
A series of phone calls in the weeks following New Years tested my understanding of what it means to find, land, and perhaps
most challengingly, say no to a job as a woman (with a body part to spare). The clinic called as I was exiting a screening of
the Cain and Abel parable East of Eden. I scrambled to find a seat on the steps in MoMA while listening to a counselor from
the clinic ask whether my eggs were still available for hire. My genetic material, in the eyes of the scientists and doctors, had
been certified, approved.
I wanted to feel in my own organs and mind what it’s like to be a harvesting site, understand the
sensation of a specialized end of the biomedical complex opening up my vagina for the hands and
bodies of someone richer than me.
As I dug for a pen in my bag, I hesitantly confirmed my interest in having my eggs primed and pumped and harvested, but
requested a phone number to call in case anything was to come up in the next week. I wanted to feel in my own organs and
mind what it’s like to be a harvesting site, understand the sensation of a specialized end of the biomedical complex opening
up my vagina for the hands and bodies of someone richer than me.
By this point, something was already not sitting well with me, but how could I say no? I wanted to feel in my own organs and
mind what it’s like to be a harvesting site, understand the sensation of a specialized end of the biomedical complex opening
up my vagina for the hands and bodies of someone richer than me. I wanted the money. And, oddly enough, I still was
convinced by the narrative. I wanted to be wanted. I wanted to “help.”
I later spoke with my most trusted confidant about the donation. This is a wonderful and supportive person; one who’s never
come close to telling me what to do nor mansplained or spoken at me rather than with me. But as I continued to seriously
consider taking $8,000 for my “inconvenience,” he did something he doesn’t ever do: he talked at me. And I did something that
I don’t always do: I listened. He told me he’s deadly wary of the mental and physical ramifications of a procedure that favors
the buyable, limited-accountability, bourgeois capital-E Experience of parenthood for the rich at the cyborgian risk of egg and
life of the poor.
There are plenty of children without homes already. Why should a woman need to experience pregnancy if she cannot for any
number of reasons? Logically this makes sense, that I should not want to participate in a cycle that harms me for an
ultimately unnecessary, highly individualistic system that literally harvests desirable body parts from the poor in order to satisfy
a perceived need—a desire, a lifestyle fantasy of the rich.
Then again, taken to extremes, these arguments are privileged, moralistic, religious, anti-choice, even anti-woman. If a woman
who cannot conceive, or a couple who both possess the same anatomy want to grow a child and have worked hard to Afford
the Experience, the market, the law, and some part of me believes they should be able to do so.
But something deep in my proud fallopian tubes tells me that I don’t have to be the one to provide them with the live materials
to fulfill this dream. I have the critical capacity to extract myself from the narrative the clinic attempted to sell me on. I want
but, thanks be, don’t need the money. I will live. I will keep working my four-to-five jobs, and will find another that treats me with
respect for my time and needs. I’ll participate in the system, and abide by the sickening calculus, in turns taking advantage
and being taken advantage of.
But there’s no need to place my own two ovaries at the center of an extreme capitalist experiment. Thankfully the rest of my
body and my mind still work, and I do not need to risk the dissolution of those two organs to rent out my uterus at a premium
just yet. I don’t want my story to be incomplete, but I don’t want it to end so explicitly as: “I bought a year in this
apartment, started this savings account, purchased extra time by participating in something that harms me in
order to benefit someone else.” Or worse, “I traded a few months’ financial security for this cancer, this mental
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fatigue, this overstimulation of my ovaries.” I am already doing enough free labor by stroking the face of my iPhone for likes or
placing my hours in the service of worthy but non-financially-supporting causes. In this economy, I can’t risk further selfexploitation.
I called the fertility clinic, shaking, ready to turn down the offer. Had I ever done this before? Not really. I’d been edged out of
jobs for unknown reasons—too uppity, too proud, too much of a flirt?
No one picked up; I left a message. I practiced what to say. I would tell them, firmly but as politely as possible, that I did not
want the job.
In the end, I blamed time. “I’m actually going to be working quite full time, and likely traveling, so thank you for considering me,
but now’s just not the right time,” I said.
I hung up and felt proud of my liberated ovaries. I knew I would actually be working “quite full time” between the five jobs I had
at the time, but the day after the breakup / quitting message, work picked up more than usual. I was busy holding interviews
for well-qualified interns willing to work under me for free, and didn’t interrupt a hopeful to take a call from an unknown
number.
I stole a moment to listen to the message: “Hi, this is -------- from [ -------- clinic]. Thank you so much for calling. I just wanted
to have a conversation with you…” She proceeded to inform me that donation would actually really not be all that big a time
commitment. There would be a single, two-hour teaching class, where I’d have an opportunity to ask questions of a doctor
and, from the tone of her message, where I was likely to feel pushed up against a wall slick with fresh guilt.
“All of the injections would be before work hours,” she cooed, “and then you’d pretty much be done. The woman who’s your
match is really looking forward to going through with this…”
Shouldn’t a clinic that works specifically with women and their reproductive systems know better than almost anyone that no
means no? I felt ill; an invisible, rubber-gloved hand was groping my liberated lady parts.
I am sure the counselors at the clinic, like any good salespeople, have a script to follow when a woman no longer wants to
participate in donation but retains a hint of politeness—hesitation—in her voice. A speculum I can take, but coercion I will not
stand for. Who was this woman whose narrative was being used to ensnare my supposedly altruistic follicles? I wonder, and
still don’t know, how hard it was for her and for the clinic to find a new “match.”
But having read the anonymous experience of at least one former egg donation clinic employee, I understand I was the ideal
candidate. Had I told them I was homosexual, had I been nonwhite, or less formally educated, I would have been rejected; I
would not have been praised or preyed on. I could have been firmer to begin with, but then again how like a woman to
chastise her earlier actions for the way she feels taken advantage of later. I’d made my decision; I didn’t owe them time. The
danger, and also the benefit, of anonymity is that accountability has its limits.
I didn’t call back. I was busy working all of my jobs at once, and hearing bright young (mostly) women tell me why they wanted
to work for me for free.
I cannot languish in abstractions forever. Much of what I do, and also what we collectively in the global north do, is either
harmful to our own bodies, the bodies of Others, or the world in which we live. I am writing from a place of tremendous
privilege, one where I get to make and safely express almost all of the decisions about my own body. But there is no need to
push this reality to physical extremes, to put my organs in the service of someone even higher above me in the great pyramid
scheme. I do have the clear-cut choice to refuse to participate. I can take my pre-approved genetic material—thank you so
much for the opportunity!—and run.
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FROM TURN ILLNESS INTO A WEAPON
BY
THE SOCIALIST PATIENTS’ COLLECTIVE
(SPK)
1. Sickness is the condition and the result of capitalist relations of
production.
2. In so far as sickness is the totality of conditions of capitalist relations of
production, sickness is the most effective productive power of capitalism.
3. As the result of capitalist relations of production, sickness in its
developed form, sickness as protest of life against capitalism, is the most
effective revolutionary productive power for all human beings.
4. Sickness is the only form in which ‘life’ in capitalism is possible.
5. Sickness and capitalism are identical: just as dead capital is accumulated,
a process which runs parallel to the annihilation of human work (socalled capital-annihilation), sickness becomes more widespread and
increasingly malignant.
6. Relations of production in capitalism require living work to be turned
into dead matter (commodities, capital). Sickness is the expression of
this process, which is in permanent progress and gaining ground.
7. Sickness as veiled unemployment and in the form of imposed social
security contributions is the most effective crisis-buffer in late capitalism.
8. Sickness in it’s undeveloped form is inhibition and impediment, and
therefore the inner prison of the isolated ones.
9. When sickness is liberated from administration, exploitation and
captivity in the institutions of health service and if sickness emerges in
the form of collective resistance the state must intervene and substitute
the inner prison of the patients with external, “real” prisons.
10. The health service can get along with sickness only on condition that
patients are deprived of all rights.
11. Health is nothing but an ideologistic-Nazi figment of the imagination.
The function if this illusion is to veil in the heads of those who make
others ignorant and of those who are made ignorant that sickness in
conditioned by society. It also functions to mask the social function
of sickness.
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Thomas Eakins, The Agnew Clinic, 1889

