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To Hillary (the best thing that ever happened to me) and Jax (the best thing that ever happened to her).



















Each patient carries his own doctor inside him.


—Norman Cousins, Anatomy of an Illness

















AUTHOR’S NOTE



IT IS MY SINCEREST HOPE that some of what is in this book will no longer be applicable by the time it’s in your hands. Though a work becoming outdated may be embarrassing to some authors, as someone who is ill, I would be overjoyed if, in the time it took for this book to be published, science and society will have found answers to some of the questions I grapple with in these pages.


This book could never be fully comprehensive, and the research I’ve chosen to include represents only a fraction of what I encountered as a young patient parsing through it. Despite my determination, much to my dismay, I could never know all that there was to know, and as a reader I hope you will view all that I have written with a keen and critical eye. It was very important to me that I produce a portable book, so my ambition was not to provide a comprehensive history or review of the literature pertaining to women, illness, and pain. Rather, it was to provide some starting points from which you might seek to ask further questions and discover better answers.


Although this book includes research and interviews, I have framed the conversation around my own experience—not because I believe I can speak for anyone else, but because it seemed important to use the platform I have been given to call out the injustices I have observed (and in some cases experienced firsthand).


When debating the title for this book, I worried that it would be viewed as exclusionary to those who identify with the struggles portrayed but who do not have a uterus. I am firm in my conviction that endometriosis is not a uterine-dependent disease—as firm as I am in my conviction that not all women have a uterus and not all those who have a uterus identify as a woman. I do identify as a woman, and in telling this story I had to acknowledge what that identity meant in my journey. In the grander scheme of things, however, it should be noted that by no means is my having a uterus (for the time being, anyway) a requirement for my female identity, any more than it would be for anyone else.


I do not wish to become a poster girl, or “the voice of” anything depicted in this book: my experience is just one of many, and it is also one that benefited from the privilege of being a white woman. Where I have acknowledged how race and gender identity factor into my experiences in the broader sense, I have done so with the knowledge that there are others who could tell their own stories. We need to actively seek them out and listen to them.


Of course, there could never be one voice, or one story, that is wholly representative of the issues that are discussed in this book. But the voices of those who need to tell their stories have long been silenced. I offer up my own account to join what I hope will become many voices demonstrating the complexity of these issues, of ourselves, and of the fierce will of the human spirit.


In the same way that this book could never address all the research, it could not address every single event or person or conversation. I have, for the purpose of narrative and consideration for people involved in my story, obscured people’s identities, changed their names, and occasionally altered times and places (including those of all my doctors). The dialogue included in this book most often came directly from journal entries written promptly after the events described, though a few of the more recent ones are re-created from my memory. Interviews were recorded, transcribed, and condensed for inclusion, or, in some cases, conducted via online exchanges.


Finally, it should be noted that any and all references to The X-Files or any other popular cultural phenomenon are not nearly as gratuitous as they may at first appear.


Abby Norman


June 2017















PROLOGUE





Illness is the night side of life, a more onerous citizenship. Everyone who is born holds dual citizenship, in the kingdom of the well and in the kingdom of the sick.


—Susan Sontag, Illness as Metaphor




IT ALL STARTED WHEN I took what I now consider to be the worst shower of my life.


I was a sophomore at Sarah Lawrence College, living with my roommate Rebecca in a small house on campus; it was entirely unremarkable, except for the giant katydid that had spent weeks living above our bedroom door.


Rebecca had groaned in her sleep when my alarm went off, burying her head under her pillow. This was always our first exchange in the morning, even if she wasn’t conscious for it. We’d met the first week of freshman year and our sense of humor and taste for hummus and good coffee had made us fast friends. I was a bit frantic by nature, always early, generally a bit wary of life. Rebecca was more laid back, except where social justice was concerned—in that domain, she was all action and advocacy, which inspired me from the outset. In general, she engaged in age-appropriate life experiences with gusto, while I was more hesitant. She was also the antithesis of a “morning person.”


I had rolled out of bed on that otherwise unremarkable morning having had no premonitions of terror in my sleep. I grabbed my towel and shower caddy, opened the door, and glanced at that freakish katydid as I padded down the hall to the bathroom. I remember looking out the small window that faced campus as I undressed, the hour early enough that the world was quiet and still. The leaves had begun to change, but fall in New York could not rival the fire trees of where I had grown up in Maine. I’m from what you might call sturdy New England stock, and I had all but shed the lingering jowliness of a Maine accent. I wasn’t ashamed of where I’d come from—quite the contrary. I carried myself with what I’m sure was a rather pronounced affectation of New England pragmatism that bordered on elitism, despite the fact that I’d grown up in a seaport—about as unpretentious as you can get.


Although I had no intention of living in Maine ever again—having arrived in New York full-stop at eighteen, as many people do—I did sometimes miss its breathtaking natural beauty. New York City was stunning, too, but in a very different way. I’d never been in the shadows of such tall buildings before, and the pulse of the city thrummed in me long after I’d boarded the Metro-North back to Bronxville. But I’d grown up a stone’s throw from the ocean, in a town whose maritime history was inextricably linked with my own. We were all the descendants of sea captains, and the seashore was often the only place I’d felt safe and protected as a child. I would lie down in the wet sand, cross my arms over my chest, and wait for the waves to come in and break against me. As they receded, they would pull me into a tepid embrace that was warmer than anything I’d received from the human beings in my life.


Miles and years and states away, I stuck my hand in the shower, letting the warm water wake up my fingers. Down the hall, bongo drums began to thump, filling me with a sense of prescient nostalgia. As I stepped into the tub and pulled the curtain closed, I wondered, half asleep, if I was in the process of solidifying a memory.


That’s when it happened, and it was as sudden as a thunderclap. A stabbing pain in my middle, as though I were on the receiving end of an unseen assailant’s invisible knife.


I was immediately jolted awake, eyes wide and stinging. I pressed a hand against my side, trying to determine exactly where it hurt. It felt like it was everywhere and nowhere all at once. It was almost as though something had snapped deep inside me. I had never experienced anything like it. I stood very still and closed my eyes, trying to drown out the bongo drums long enough to listen to my body.


The pain became more of an ache, which spread through my lower belly and pelvis, then snaked around my flank toward my back. I began to grow nauseated and dizzy. I fumbled to turn off the shower, tripping as I tried to step over the lip of the tub. My legs were shaking so much I could barely walk. From the floor I held my breath, waiting for the room to right itself so I could stand. I retched as I crawled across the floor, finally managing to pull myself up to the sink.


I wiped the fogged-up mirror and cringed at my reflection: bloodless skin and dark, wide eyes. I recoiled at the haunting image of my mother staring back at me.


To say I hadn’t thought of my mother in years would be a lie, but I had not seen her so vividly for quite some time. The last place I’d wanted to see her was in the mirror, the reflection of my own face.













CHAPTER 1





The merest schoolgirl, when she falls in love, has Shakespeare or Keats to speak her mind for her; but let a sufferer try to describe a pain in his head to a doctor and language runs dry.


—Virginia Woolf, “On Being Ill”




IN THE 1940S, A GROUP of researchers at Cornell University were trying to come up with an objective method to use in measuring pain. They suggested that a person’s pain threshold be measured in a unit they called the dol, which was short for dolor—Latin for “pain.” Once they had a name, they had to figure out what a dol actually was. The only way to do this was to design experiments that intentionally inflicted various types of pain onto human subjects, then scale them accordingly. So that’s exactly what they did: they came up with over a hundred different experiments using various pain-inflicting stimuli. As they reached the upper limits of pain, however, they were confronted with a very obvious problem. To understand pain at that level, they’d have to truly injure a subject, and the margin of error for something like that would have no doubt been very small. What they needed was a highly painful experience that wasn’t going to maim or kill anybody, and that they could easily observe. And that’s how researchers from Cornell found themselves in the obstetric wing of New York Hospital burning the hands of laboring women.


The results of the study were published in 1949. It might seem like the study’s authors would have had a lot of convincing to do when it came to recruiting women to take part, but, as they noted in their introduction, it actually wasn’t that hard. The majority of the women volunteered because they were curious about the work. Many of them were either married to doctors or had been nurses, and they understood the challenge that pain presented to the field of medicine. They were, however, a little dubious about the proposed method. “Most of the patients commented upon the fact that the sensation from the uterus would be different in quality, duration and locale, and, therefore, expressed some doubt as to the possibility of equating the two sensations in terms of intensity,” the authors wrote, though they noted that those concerns were not “borne out by experience,” and that the majority of the women cooperated in describing their pain without issue.


The experiment went like this: as the thirteen women in the study labored, in between contractions the researchers would burn one of their hands with a thermal device the researchers had calibrated to deliver varying levels of intensity. The researchers had set the value of a dol as “approximately one-tenth the intensity of the maximal pain,” which they were hoping the experiment would help them establish. What they really needed was for the women to be able to compare not just the intensity of the two types of pain, but their qualities. Of course, as the labor progressed, the women were understandably less communicative than at the outset, and so the researchers made inferences about their pain experience by noting their behaviors, “such as—crying, complaining, sweating and degree of alertness and cooperation.” Not surprisingly (to women, anyway), the pain experienced by at least one of the women achieved the maximum value for the dol pain-measurement scale—a 10.5, what the researchers called “the most intense pain which can be experienced.”


These experiments in dolorimetry provided a lot of fascinating data about pain, and it scientifically confirmed what women had known for millennia: that childbirth can push beyond the perceived limits of the human pain threshold. It did not, however, provide medicine with the kind of objective measurement it needed in terms of pain assessment. As compelling as the dol studies were, they still relied on the patient’s willingness and ability to report their pain, which was inherently subjective.


Of the research that was done to try to establish a truly objective measure of pain throughout the twenty-first century, what most people are probably familiar with is the 0–10 pain scale. The concept seems straightforward enough: you ask patients where their pain is on a scale of 0–10. Zero is no pain, and 10 is the worst pain they can imagine. Presumably, when patients report something somewhere in the middle, they’re comparing their current pain to previous painful experiences. Women who have given birth might compare a present pain to that of childbirth: “Not as bad as late-stage labor.” Or, if a patient has previously broken a bone, he or she might say, “Well, it’s worse than the time I broke my leg.”


Since we all have varying degrees of tolerance for pain, and have equally varied experiences with different types of pain, it makes the scale feel kind of meaningless—especially when you consider that the person trying to ascertain how much pain the patient is in has his or her own experiences with pain that are thrown into the mix, too. A doctor trying to figure out how much pain a patient is in, when she says it’s “worse than a broken leg,” but “not as bad as childbirth,” is still only going to be able to guess what that means based on his or her own experience—and perceptions—of pain.


This is true for any human being who witnesses another human being’s pain. When I was in the fourth grade, my best friend, Hillary, went to lift the grate off the top of a fire pit in her backyard, not realizing it retained the heat of the smoldering coals beneath, and suffered severe burns to both of her hands, which required, to my ten-year-old eyes, an impressive amount of bandaging. I remember helping her write her classwork, turning the pages of her books in school, and watching as she winced whenever any pressure, even the lightest playground breeze, touched the raw, pink skin.


I knew she was in pain, but I couldn’t know exactly how she felt. I had experienced a few childhood injuries that were pretty bad—the screaming, crying, bleeding kind—and I imagined it probably felt like that. But I couldn’t know for sure what it felt like to be in her body, and I found that deeply disconcerting. She was my best friend, and I wanted to take her pain away. But how could I, when I didn’t understand it?


[image: image]


BY LOOKING BACK THROUGH EMAILS, social media posts, and medical records, I can piece together what happened after I stepped out of my ill-fated shower that autumn day. I don’t remember exactly how I got from the bathroom back to the bedroom I shared with Rebecca. I don’t remember if the bongo drums were still beating beneath the loud swell of my heartbeat in my ears. I don’t remember whether the katydid flinched when I pushed my way back into the room, collapsing onto the bed. Nor do I remember how long I stayed there, curled up in the fetal position, before Rebecca woke up, shocked to find me there and not in class.


I do know that I didn’t miss an entire day, because that afternoon I took a picture of myself in class to send to Hillary back home. We’d been best friends since preschool, twenty-some years of sisterhood that was wildly envied by most of the people who knew us. Since we were now living several states apart, we often sent daily photos, texts, or videos to one another, and at the very least were always connected through whatever metaphysical sisterly magic had bonded us as little girls.


In the photograph, I have my hair up in a messy bun. I’m wearing a big sweater and looking away from the camera, and I seem exhausted and miserable. The image triggers the next cascade of memories for me: I was in my biology lecture, which I hadn’t wanted to miss, but I couldn’t concentrate. I don’t think I managed to take any notes, and as soon as it ended, I limped back across campus and went back to bed, having accomplished nothing aside from wearing myself out. The pain had reduced itself to a dull, almost undulating ache, a perfect storm ascending inside of me.


I felt feverish, nauseated, and like I couldn’t keep my eyes open. I slept for the rest of the day and the better part of the next. I found it impossible to get comfortable: sitting up, lying down, fetal position, everything felt miserable. It felt like there was something inside of my body that was going to “pop” if I lay on my side or twisted my torso. I didn’t eat for days; it became hard to sleep. By the time my weekend shift at my work-study job rolled around, almost a week later, I had started to accept that something was seriously wrong. I remember showing up and putting the coffee on—and collapsing. For the first time in years, I cried. Inexhaustibly, snottily, hard. I told Rebecca I was sick and needed to go to the hospital, and her dark eyes regarded me with bewilderment. I don’t think I’d let on, until that moment, how bad I truly felt. Not even to myself.


If you’re wondering why I had waited about a week before going to the hospital, despite being quite obviously ill, the answer is a complicated one. There was the practical concern about cost, because I didn’t have decent health insurance. Many of my peers had benefited from the freshly minted Affordable Care Act, which allowed them to stay on their parents’ health insurance plans until they were twenty-six. I had forfeited all that upon my emancipation at age sixteen, and I was extremely concerned about how I would pay for the cost of any care I received, not to mention any medications I might be prescribed. God forbid that I’d have to figure out how to pay for a hospital admission.


Another element of my reluctance to seek help was deeply rooted in my personal psychology, part of a complex belief system I hadn’t yet been able to shed. As a little girl, whenever I would get sick with some routine childhood illness, my mother implored me to “talk myself out of it.” She was exhausted from her own illness and its antecedent psychological torture, and she didn’t have the energy to take care of a sick kid.


She was particularly harsh and unfeeling toward me if I had a stomach upset of some kind. I can only assume that my throwing up was a highly triggering event for her, given her illness. If I approached her for comfort in those long, seemingly endless dark nights of my childhood ailments, she rejected me. I took her revulsion personally, as I think any child would, and vowed never to get sick again. I began to use all my mental fortitude to “talk myself out of it” whenever I took ill, so that life could resume as per usual—for Mum and me both. There were occasions, of course, when I couldn’t use mind over matter. When I inevitably did throw up, or have a fever, or get strep throat for the umpteenth time in a given year, I internalized those instances as personal failings.


Yet another contributing factor was that the first time I had trusted a doctor, she had let me down. I know now that there are complexities to reporting suspected child abuse. I know that the suspicion must be high, that there must be proof. Given that I was hardly out of elementary school at the time, all I knew was that I was scared and hungry—and that white coats meant someone knew a hell of a lot and had power to make you better.


At some point as a child I’d developed an elevator pitch of my situation, trying to be ready for the oft-wished-for but never manifested opportunity when I would be alone with an adult who might be able to help me. I’ve never been a particularly succinct individual, though, so while my pitch was well articulated in my head, it never seemed to form as a cohesive statement. Instead it just sounded like a series of sighs and mumbles, along with the occasional throaty hack of nervous laughter.


The pediatrician asked my mother to leave the room when I was, if my memory serves, there for a routine immunization. I couldn’t have been more than ten or eleven. My mouth went dry and my heartbeat ached in my ears. I don’t know if I was old enough yet to have the words “Don’t fuck it up” in my lexicon, but I very much had the feeling. As predicted, I didn’t stay cool, and it all came tumbling, dripping, cascading out of me. A truth purge.


The doctor’s wide-eyed look, which I construed as disbelief, was quickly replaced by a slap of fear. She wasn’t looking at me agog because of what I’d told her, but because my mother (who had been listening outside the door) had burst into the room. She seethed as she yanked me from the exam table and dragged me out into the hallway. The pediatrician followed us into the hall, but no farther, and I craned my neck to look back. I implored her with my eyes to do something. But she didn’t. She only stared at me with an expression of gaunt helplessness.


My mother flung me into the car, and I awaited sentencing for my transgression with the sincere hope that it would be something akin to her driving the car off the bridge into the frigid water below, killing us both. But she kept her anger in her jaw, clenched like a bear trap, until she could get home to release it.


I swallowed mine.


[image: image]


A DECADE OR SO LATER, before any doctor doubted my pain, I doubted it myself, because that’s what my mother had taught me to do. I was nineteen years old and didn’t want to be sick. It wasn’t even a question of want—I simply couldn’t be sick. I had to go to class. I was on a massive scholarship that was contingent on my academic success. I had friends to see, dances to do, a spectacular city within reach. I had so much life to live, and for the first time ever I was completely free of all that had hurt me and stolen my joy. That morning in the bathroom, as pain ripped through me like a bullet and I saw my mother’s face on my own, I tried harder than ever to talk myself out of being sick.


By the time I ended up in the hospital, I was inconsolable. Did I not want to be at Sarah Lawrence badly enough? Was I really so weak-willed and pathetic that I was getting worked up over a silly, stupid little ailment? I was becoming delirious from not eating, and I hadn’t been drinking much of anything, either. The pain in my belly had become all-consuming.


I sat slumped in a chair in the intake room. At first the nurse in triage seemed doubtful of my pain, because I was so subdued from all the crying that I just stared, glassy-eyed, at the wall. As she took my blood pressure, she seemed dubious. I had reported that the reason for my visit was a frightening amount of abdominal pain, and I guess she expected me to be screaming and rolling around on the floor. But the pain had exhausted me to the point of surrender. When I was taken back to a curtained cubicle, I dragged my book bag with me. Despite the fact that I could hardly keep my eyes open and would occasionally burst into tears, I was consumed by the reality that the following week I had a test to pass in my Russian class. Russian, as it turned out, was a difficult language to learn. Every second of studying counted, and since I’d been sick all week, I’d missed class as well as my tutoring session. I frantically tried to conjugate verbs, partially out of fear, but also as a method of distraction.


Aside from that morning, when I’d woken up and taken the notably apocalyptic shower, the only other time I’d experienced something that required me to go to the hospital in Bronxville had occurred about six months earlier, when a dance injury had ended in an ankle splint. That visit had been uneventful, relatively speaking. It wasn’t until I landed there in a weepy haze of terror that I actually took stock of the place. The emergency room was considerably more attractive than it needed to be. I was used to small-town hospitals that were a little on the dingy side and devoid of aesthetic frills.


Though it was a rather handsome hospital, once I got into the nurse’s station to have my vitals taken, I was no longer paying attention to the decor. That was when they first asked me to rate my pain on a scale of 1–10. It was hardly my first encounter with the traditional pain scale, but something about that moment—and the many that would follow in the next five years—struck me as being somehow illogical.


Considering how sick I was, it wasn’t the time to get hung up on semantics, yet I was—to the point of being almost indignant. It wasn’t the nurse’s fault; nor would it be the fault of the doctor who would ask me again a few hours later. And yet I was right to question the efficacy of a numerical pain scale that attempted to quantify an entirely subjective experience.


Doctors in emergency rooms don’t have much investment in a patient’s well-being. First of all, they don’t have the time. Second, they have to maintain some professional detachment, or else they wouldn’t make it through a single shift. The pain scale doesn’t call on them to empathize with a patient, by attempting to understand their experience of pain, and supposedly, that makes it a good clinical tool. But even if it’s a good tool for clinicians, it’s not a good tool for patients.


The pain scale has many limitations. It’s only concerned with the intensity of the pain, not the duration, for example, and it doesn’t leave room for descriptions that provide essential information, such as “sharp,” “dull,” or “stabbing.” These adjectives, though not reflected by the 1–10 labels, can actually be very helpful in creating a diagnostic portrait, because certain types of injury or infection can inflict certain types of pain.


In June 2005, Harper’s ran a beautiful piece about the pain scale exploring its similarities to wind: “Wind, like pain, is difficult to capture,” wrote the author, Eula Biss. “The poor windsock is always striving, and always falling short.” Biss then eloquently explained that sailors eventually came up with a system to describe wind that consisted not just of a standardized numerical scale, but also names and categories for wind according to how it felt. It’s called the Beaufort scale: “A force 2 wind on the Beaufort scale, for example, is a ‘Light Breeze’ moving between four and seven miles per hour,” Biss wrote. “On land, it is specified as ‘wind felt on face; leaves rustle; ordinary vanes moved by wind.’”


How would we describe a 2 on the pain scale? The twinge of a mosquito bite? An itch you mistakenly scratched with a too-sharp fingernail? Describing a subtle pain is generally more difficult than describing an all-consuming one. On the other end of that spectrum is the 10: the worst pain you can imagine.


The problem has always intrigued me, because I like to think I’m a fairly creative person. I’m sure I could imagine some pretty extreme situations in which I would feel immense pain. I have questions, though: Is a 10 meant to be a pain that would kill me? If that’s the case, then how do you really measure the difference between a 9 and a 10? Are we physiologically capable of surviving a sustained 6 for a longer time than we could endure a brief 8?


There is another commonly used scale. It has cartoon faces wearing expressions that range from Kurt Vonnegut’s “Everything is beautiful and nothing hurts!” to Leslie Knope’s “Everything hurts and I’m dying.” It was designed for children, and yet it’s in about every doctor’s office I’ve ever been in. None of which, over the past five years, have been pediatrician’s offices.


But though it might be simpler, it’s not necessarily any better than the numerical scale, at least in part because it confuses its intended audience: children are arguably even less able to separate physical from emotional pain than adults. In her Harper’s piece, Biss explains that if you show the cartoon-face scale to a child who is scared, but not in pain, the child may still identify with the crying-pain face—the child misses the subtlety of the questions being asked.


But it’s not only children who conflate physical and emotional pain. When I stared at that pain scale in the triage room, crying and scared myself, I certainly didn’t identify with the faces that were just like “meh” about their pain. I was in pain, I was scared, and I was crying. Those three simultaneous realities didn’t necessarily feel independent of each other.


Maybe kids have the right idea, though: If my pain is enough to make me afraid, shouldn’t that stand to bump it up from, say, an I’m-coping-okay 4 to an I’m-really-not-functioning 5?


Later, writhing on a scratchy gurney, I perseverated on my answers to the pain-scale question because the nurse had seemed suspicious of me. Had I failed the test? Given the wrong answer? Should I have rounded down? Was my mother right to instill in me a tendency to play down my pain so that I wouldn’t inconvenience other people? Was that what the nurses and doctors expected me to do? Was that what I had expected myself to do?


It felt strange to consider, as I lay there gray-faced looking up at a slightly less gray ceiling, that I should have lied. Yet I felt guilty, too, because the more I thought about it, the more I second-guessed my interpretation of a 6. My mind spun, trying to reason out how I’d arrived at an answer. The pain was bad enough that I couldn’t ignore it, which made it definitely higher than a 4 or 5. It had been more painful a week ago, back when it had started—but then again, maybe I’d just grown accustomed to it. I couldn’t tell.


What did the nurse think a 6 was? What would the doctor think that a 6 should be? Tears of frustration came. What was the point of this pain scale if they weren’t going to believe me anyway?


By the time the doctor came in to examine me, I was even more exhausted than when I’d arrived. I was aware that I was still crying, and worried that while crying I couldn’t possibly present my situation rationally. The doctor seemed completely unsurprised by my distress. I was a Sarah Lawrence girl—historically what you might call “bright and wound tight.” He assumed that my issue was of a sexual nature, and it was only this assumption that managed to rouse me from my stupor.


Little did he know at that point that it couldn’t possibly have had anything whatsoever to do with sex, because I was a virgin—a fact that I was somewhat embarrassed to admit. Still, I didn’t want there to be any confusion, so I was firm in my assertion that he’d better come up with another diagnosis, because unless I was a modern-day biblical parable, there was no way I was pregnant. Nor was my body consumed by syphilis or any other sexually transmitted disease.


I’ll admit that at nineteen, I didn’t know much about sex, but there was one thing I did know: I wasn’t having any.


He also seemed uncomfortable, which made me feel worse. I was suddenly flooded by memories of being warned not to be “difficult” as a child. I stopped talking after several futile attempts to explain, deciding maybe it would be easier if I didn’t say anything at all. I was discharged without so much as a CT scan, prescribed a hefty dose of antibiotics, and encouraged to drink my weight in cranberry juice.


I spent the following week in bed, alternately crying and dry-heaving. I missed all of my classes (including the one where my fellow students took that Russian test). Instead, I made my way through Barbra Streisand’s entire filmography.


By the time the weekend came, having not had anything to eat but saltines and cranberry juice, I went to the hospital a second time. My pain remained unchanged, and the antibiotics had done little, aside from giving me diarrhea (which seemed entirely unfair, given how weak I had been to begin with). I saw a different doctor the second time around. He, unlike the doctor before him, didn’t balk at my tears, which were now a constant undercurrent rather than an occasional punctuation in the conversation. I’d started crying on Wednesday or so, and here it was Saturday and I hadn’t stopped.


“When did you realize it was this bad?” the doctor asked me, his eyes kind but also looking back and forth rapidly between me and Rebecca, who had come along. I think she was as horrified by the scene as he was, if not more so.


“All I’ve done for a week is watch Barbra Streisand movies,” I sobbed, not knowing what else to say. It was the truth, after all. I hadn’t slept or eaten or gone to class—I’d been curled up in my bed with a pillow between my knees, watching The Mirror Has Two Faces, and wishing for death.


“That is serious,” the doctor said, making a note in his chart. Having looked at my medical records since, I assure you that he did not write down, “Prince of Tides–induced sobbing” under my problem list. He just noted that I was clearly very upset, Babs notwithstanding.


Finally, I had the gamut of imaging tests, plus another liter or two of IV fluids, and then I fell into an exhausted half-sleep. I was motionless beneath the covers, my eyes tightly closed, as though I were rehearsing for my own death, when I felt the doctor’s presence in the room. He sat down at the edge of the gurney, near my feet. It reminded me of how sometimes when I was a child, my father used to come into my bedroom after I’d gone to bed, not to tuck me in, per se, but to sit at the foot of the bed for a few minutes. Sometimes I would hear him making his way down the hallway, and I’d try to position my feet so that he’d end up sitting on them. He wouldn’t hug me, he wouldn’t kiss me good night. But for a few seconds I would feel the weight of him sitting on my feet, and I’d know he was real.


Even if I hadn’t been too exhausted to move, I wouldn’t have been so brazen as to stick my feet under the butt of an ER doctor I’d only just met. I felt myself begin to whimper again, the vestiges of my week-long cry-fest. He explained, first, that he had a daughter my age, and since he’d ascertained that I was only in New York for college, he wondered aloud if it would help to call my family back home. I told him no, there wasn’t anyone to call. I didn’t have the energy to explain the entire story to him, so I spat out the words “emancipated minor” and let him interpret it however he wanted. He did tense up a bit, as though he expected me to morph into some kind of shank-carrying delinquent who was there to steal drugs and wreak havoc, like a character in an Emmy-winning episode of ER.


He went on to explain that he didn’t know what the problem was, but that he thought I could have an ovarian cyst, something that was very much a college-age-girl-thing. As it stood, maybe he’d seen it on the scan, or maybe he hadn’t. He was just an ER doctor, not a gynecologist, so he wanted me to follow up with one of the latter. Beyond that, he just shrugged.


Bright and wound tight, Sarah Lawrence girls were. That was the enduring reason, the medical consensus, for my strife. I’d chosen the school for its focus on writing, sure—but not so that I could become my generation’s answer to Sylvia Plath, fatal neuroses included.


I don’t remember getting back to my dorm from the hospital that second time. I don’t remember anything at all until the middle of the following week, when I had to go to the dean’s office to discuss “my future.” I hadn’t been to class for several days, though I kept insisting that I would “surely feel better tomorrow,” and “wouldn’t have to drop the class, no, of course not.”


As I sat shaking in the office, all I heard was “medical leave of absence” and “go home.” I swallowed, my mouth and throat so dry that I was afraid that if I spoke, my tongue would shatter like glass.


“This is my home,” I offered, and it sounded pathetic, but it was the truth. I didn’t have a home to go back to. I hadn’t had one at all until I came to Sarah Lawrence. While the dean was understanding about my situation, her hands were tied. I was there on a full scholarship that was contingent on academic performance. I had to take a leave of absence to heal. Clearly I needed to go somewhere to rest and recuperate, to try to get to the bottom of what was making me sick. I’d have to figure out where to do that. Preferably within the next week.


The problem was, I had not lived at home with my parents for six years. At age twelve, I had moved in with my grandmother. I was legally emancipated at sixteen, and I’d lived in several places in the two years that had elapsed between that day and the day I’d left for New York. There were a number of people who “looked out for me,” but that was quite different from taking me in, were I to show up on their doorstep sick and alone. The last address where I had received mail was at the home of a woman named Rose-Leigh, who had taught at my high school and was an accomplished scientist. We had spent many late-summer afternoons identifying flora at her kitchen table over tea. Rose-Leigh had lost her youngest child some years before, and as a result of that unfathomable loss she always looked, to me, how grief felt. Although she was remarkably kind to me, and truly brilliant, what I remember most about her is the gray, almost woolen heaviness of her spirit.


Weighing my options, or lack thereof, I plodded unsteadily across the street and up the walkway to the office of my beloved psychology professor, Elizabeth. Her expression softened as she listened to my attempt to explain that I was sick and no one knew why, but that I wanted to be at Sarah Lawrence more than anything. My home was here, my heart was here, and I didn’t want all my work to go to waste. I would be back in the spring, I vowed (or implored) and blubbered on as though, if I just sat there in her office long enough, and talked and talked and talked and never stopped, I wouldn’t have to leave after all.


“Pausing isn’t stopping,” she told me, her earnest parting wisdom. I said goodbye to all my professors, and every single one of them said they looked forward to seeing me back in the spring. I never saw any of them again.













CHAPTER 2





I know you are only a tiny little girl, but there is some kind of magic in you somewhere.


—Roald Dahl, Matilda




IF WOMEN HAVE BECOME SYNONYMOUS with hysteria, malingering, and hypochondria in a clinical setting, then it has far less to do with the natural inclinations of women and behavior than it does with the history of medicine. The medicalization of female internal sensations, which began as early as the 1800s, paved the way for the struggles modern women face in having their symptoms taken seriously in a medical setting.


Even outside of the doctor’s office and in social settings, women face a constant barrage of doubt that undermines their faith in their own internal experiences. They begin to question their reality. It’s not as though it has always been just patriarchal male doctors squelching women in the exam room—though patriarchal male doctors still do that. Women themselves have often subscribed to the wandering uterus theory of hysteria, mostly because they have been powerless to question it.


The reported symptoms of many of the women documented in early case studies of hysteria, such as Sigmund Freud’s patient Dora, and a patient of his colleague Josef Breuer’s named Anna O., are eerily reminiscent of what some of the women I’ve talked to in the present day have said. It’s a symptom profile that includes both pelvic pain and vague abdominal pain—the origin of which is further complicated by its somewhat amorphous nature. They report grinding fatigue, both physical and mental, that is extremely difficult to articulate and even to comprehend. To fathom that level of fatigue, particularly when it has become chronic, and therefore begins to seem normal, is not only challenging, but legitimately depressing.


When I happened upon Gilda Radner’s memoir several years ago, in the midst of my own medical turmoil, I grew deeply concerned about her life. The Saturday Night Live alum—wife of Gene Wilder and a gifted comedienne in her own right—left a lasting impression on me. I had not realized that she had died of ovarian cancer; nor had I realized that she was only forty-two years old when she did. What troubled me even more were the passages of her book recounting those final years of her life. It was the 1980s, and she was at the height of her popularity.


“My ovaries became the center of my universe,” Radner wrote in It’s Always Something. It was an eerie statement, considering what happened later, but she was referring to her struggle with infertility, which took place long before the word “cancer” was ever uttered to her as a diagnosis for her ailments. She and Wilder spent years in the slog of medical procedures that any couple undergoing in vitro fertilization (IVF) treatments must endure: the ultrasounds, the laparoscopies, the coming-into-a-cup. In her memoir she described the sequence, and one can’t help but feel incredibly worried by the image of Gene Wilder—with his big, sad eyes—trying to ejaculate into a cup next to a stack of Playboy magazines in some nondescript, sterile, closet-like hospital room at the University of California at Los Angeles. When the IVF didn’t take, Radner elected to have her tubes opened surgically. It was a risky alternative, since this type of “microsurgical technology” was still relatively new in the mid-1980s.


The surgery didn’t exactly cure her of her ovarian-focused universe: Radner was then tasked with determining exactly when she was ovulating, so that she might maximize her chances of conceiving. She went out and bought an at-home ovulation kit (“Where you are the scientist,” she wrote), but didn’t tell Wilder what she was up to, as he’d been more than a bit traumatized by the whole IVF experience. She recalled the fervor of one morning when she couldn’t get the cap off the test vial. Desperate, she raced into the bedroom, poked a still fast-asleep Wilder, and said, “Don’t ask me any questions, just take the lid off this vial.” He did, and he never asked her about it—having done so while still fast asleep.


How could she have known, at that moment, in the early years of her marriage to Wilder, that the focus on her ovaries would never let up? That the very organs she doted upon—hoping as she did to cherish them into submission, so that they might bend to her will and give her a baby—were plotting to take her life? That even if she’d had a baby, she would have been dead before the child started school?


Radner’s story haunted me, not because she was some comedic legend whose life was cut short, or just because she’d died from cancer in her ovaries, but because she had died as a result of her doctors not believing her when she said she was unwell. In fact, one doctor told Wilder that Radner was “a very nervous, emotional girl. She’s got to relax.”


The only thing any doctor could identify in Radner’s lab tests was Epstein-Barr virus, which causes mononucleosis. That wasn’t altogether unusual, as many people have the antibodies for it. Her symptoms persisted, however, and worsened. She would be fine for, say, ten days, and then, “seemingly around my menstrual cycle,” she wrote, “I would go into this severe fatigue and run a low grade fever, then I would be okay again.” She went to her gynecologist, who assured her that nothing was wrong; it was just “mittelschmerz,” the sensation some women feel at the time of ovulation. “Now I had Epstein-Barr virus and mittelschmerz,” she wrote. “Fitting diseases for the Queen of Neurosis.”


Radner referred to herself as neurotic, and maybe she was. But neurotics get cancer too. Over the next few months, the grinding fatigue continued, as well as a seemingly never-ending plague of stomach and bowel problems. Her doctor said she was probably taking too many vitamins, although she had been told to take them to counteract the grinding fatigue she was experiencing. She saw yet another doctor who thought her stomach problems were—surprise!—the result of anxiety and depression. Then she got a new symptom: aching, gnawing leg pain. It started in her upper thighs and spread into her already weak legs. Her doctor gave her a high dose of anti-inflammatory medication, which caused her to have terrible nausea and vomiting. Her doctor then gave her medication to reduce the acid in her stomach, so that she could take the anti-inflammatory medication. The leg pain worsened. Her doctors told her to take a Tylenol.


Ever determined to prove she was ill, even as she began to physically waste away, Radner saw a doctor in Boston—who gave her an antidepressant. When she didn’t seem immediately placated, he asked her what she was so afraid of. “I am afraid that it is cancer,” she told him. He told her to just keep having her blood drawn and to stay in touch with her doctor, “so that you can set your mind at ease.”


She went home. She tried acupuncture. Holistic medicine. She took supplements. The pain in her legs kept her up at night. She bloated so severely that she really did look pregnant—which must have been such a fantastically cruel reminder that she had not been able to conceive.


Radner dutifully kept having blood drawn, and then, finally, on October 20, 1986—ten months of her insistence later—her doctor called. Her liver function, he said, was irregular. She asked him what that meant.


“It’s probably nothing,” he said, but he wanted her to come in anyway. It was Stage IV ovarian cancer.


“Gilda cried,” Wilder recalled in an essay he wrote for People. “But then she turned to me and said, ‘Thank God, finally someone believes me!’”


The “treatment” was a complete hysterectomy, which dashed any lingering hope for conceiving a child that she may have harbored. Then, intense chemotherapy and radiation, which made her so sick that those around her thought she would die—and she, at times, wanted to. The experience irrevocably changed her, a fact that became obvious, even on her good days.


“No one recognized me at all,” she wrote. “I began to introduce myself as, ‘I used to be Gilda Radner.’ That was how it felt. I used to be her, but now I was someone else.”


In the two years after she was diagnosed, while undergoing treatment, she also began working on the memoir, one that focused heavily on her experience. She knew even as she was still very much in her “weird life,” as she called it, that her experiences might help someone else—even if it was too late to use the knowledge she’d gained for her own benefit. After Radner’s death in 1989, Wilder continued her work, becoming an advocate for research and awareness up until his death in 2016.


“For weeks after Gilda died, I was shouting at the walls. I kept thinking to myself, ‘This doesn’t make sense,’” Wilder wrote in a guest article in People two years after her death. “The fact is, Gilda didn’t have to die. But I was ignorant, Gilda was ignorant—the doctors were ignorant.”


When I finished reading her memoir, I listened to the audiobook she had recorded of it just a week before her death. Her voice is at times alarmingly thready, almost hollow. I know she was still alive when she recorded it, but as I listened, I couldn’t help but feel like she had already become a ghost. The exhaustion in her voice as she recalled her unceasing attempts to convince doctors that she was ill—and later, at their urging, to convince herself that she was not—echoed through me, resonating painfully.


As Radner wondered aloud in her memoir, what came first, the illness or the depression? Was being sick making her depressed, or was depression making her sick? How many of us have asked that same question, or ask it almost daily as we slog forward in time? It’s the Ouroboros of pain from which we cannot escape, no matter how hard we try, unequivocally felt by us and questioned by everyone else—until we, too, are forced to doubt the veracity of our reality. I couldn’t help but wonder as I pored over Radner’s memoir what would have happened if it had been another body system afflicted. Radner had started smoking at the age of fourteen. What if she’d had lung cancer instead? Would she have been taken seriously the first time she reported symptoms? Would she have received a diagnosis sooner? Would the treatments available to her have been more curative, because more research and attention is paid to cancers like that?


If I, or any other woman whose gynecologic cancers or pathologies had gone undiagnosed, had just been sick in some other part of the body, in some other way, would it have been any different? Or would it not have mattered? Was the underlying preexisting condition being female? Does the congenital lack of a Y chromosome predispose a patient to worse outcomes regardless of what condition or disease they present with?
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DURING THE 1600S, SEVERAL MALE physicians, such as John Sadler and William Harvey, asserted that the uterus was the seat of all ills in a woman—and that the organ itself was central to the body. Whatever it felt would influence everything else: the rest of her body followed suit. It was almost seen as a possession, of sorts, and often it was excised, removed in the hope that the woman’s symptoms would disappear once her unruly womb was gone.


The womb itself has often been viewed as something of a live animal within the body cavity, a unique distinction that does not apply to other, lesser organs. A familiar notion in Central Europe was that the uterus was animalistic: the womb was sometimes referred to as a muttern (German for “toad”). The symbolism was based in the idea that the uterus was capable of “hopping around” inside a woman’s body.


Hysteria was something of a catch-all diagnosis in its day. Symptoms ranged from the frustratingly vague to the impressively grotesque, and the uterus was almost always blamed for a hysteric woman’s suffering. It was all supposedly explained by something called “reflex theory,” which meant, essentially, that physical symptoms resulted from mental overexertion, excessive emotions, and the like.


It’s no easier today to describe one’s internal sensations and physical experience, but during the latter part of the twentieth century, the task was further complicated by a simple lack of understanding about how the central nervous system functioned.


It was also (and arguably still is) difficult for medical professionals to assess irritation versus inflammation. Irritation can be experienced by a patient and articulated, but it cannot be measured. Inflammation, on the other hand, is also often felt, but can be detected through bloodwork or examination of the affected tissues. John Burns, a Scottish physician in the 1800s, was one of the first to really study the two. He tried not to use the terms interchangeably, because he did not believe they were the same. The concept of “irritation” was a broad one, and could be used to legitimize almost anything a doctor encountered, whereas “inflammation” could be traced to some biophysical marker, something that could be felt and seen. “Irritation” could cloud over cases where inflammation was present, but only sporadically or on a cyclic schedule. This kind of thinking also furthered the widely held belief that people (women, in particular) could be “excitable,” and thus, that their lives could be improved by trips to the seaside for a rest—or tidily hidden away in an asylum. Or an attic. If a woman was not actually sent out of the home, she may well have been made prisoner in her own house, her own bedroom, even—a la Charlotte Perkins Gilman’s “The Yellow Wallpaper.”


“Nervous disease” was a term more descriptive of a patient’s personality than of a patient’s actual, physical nervous system, especially when the patient was a woman. The hustle and bustle of modern life during the Industrial Revolution was thought to be so overwhelming, so overstimulating, that it was capable of causing a nervous collapse in those who were, perhaps, a little delicate. But at least since the 1700s, there had also been a distinct group of “nervous diseases” that were pathologic in nature, and weren’t to be confused with the “nervous hysterias” of the era. These included visible lesions on the brain or spine (as in most cases of multiple sclerosis) as well as “functional” diseases, such as epilepsy, or other ailments that may have had organic causes that no one had yet discovered.


Unlike many of today’s diseases, endometriosis included, by the mid-1800s hysteria had a pretty standard clinical presentation. If a patient exhibited a certain constellation of symptoms, she could quickly be diagnosed as a textbook hysteric. This development came in part thanks to the work of Jean-Martin Charcot, who believed that hysteria was a “real” malady, and not just something manufactured psychologically. It was he who began in earnest the search for the lesions that would qualify hysteria as an organic disease.


Charcot, to his credit, did for a time legitimize hysteria as an actual medical diagnosis: specifically, a neurological disorder. The creation of a clinical portrait is down to him: “In the hysterical attack,” he wrote, “nothing is left to chance. To the contrary, everything unfolds according to the rules, which are always the same. They are valid for all countries, epochs, races—in short, universal.”


By looking at brains postmortem, Charcot began to try to correlate the symptoms a patient had demonstrated with abnormalities in the brain. It was through this investigation that he discovered diseases such as amyotrophic lateral sclerosis, or ALS, today often called Lou Gehrig’s disease. Hysteria, he believed, would be found in the brain and not the reproductive organs.


As anyone who has ever attempted to disprove the leading theory of anything will tell you, this did not go over well. He conceded that although the uterus may not be the seat of hysteria, the ovaries could be push-buttons for whatever neurological malfunction occurred. In an attempt to prove this theory, he devised a machine called an “ovary compressor,” which was just as horrific as it sounds. Demonstrating on patients at the Salpêtrière, the mental asylum in Paris where he worked and did the bulk of his research, he would use the apparatus essentially to squash the ovaries of women in his care. They, of course, reacted in grandiose ways—in part because they were, no doubt, in great physical pain (which would not surprise anyone who has ever had a particularly rough pelvic exam). Some women, aware that hysterics were expected to behave according to a particular narrative, may have (consciously or unconsciously) felt the need to live up to (or even outdo) the behavioral precedent other patients had set.


Charcot’s device was certainly encouraging the symptoms of hysteria to manifest—but it didn’t explicitly prove that the ovaries were the impetus for them, or that there was even an organic neurological basis for the disease. Throughout his life—and evermore after his death—Charcot was frequently undermined by the rest of the medical establishment. His students took his research and reworked it after he died, claiming it as their own, and often used it to invalidate the theories he had presented.


Nor did patients remember Charcot very fondly: although he had come the closest of anyone, perhaps, to taking them “seriously,” by suggesting that their symptoms and disease states were real, he hadn’t hesitated to exploit the women in his care. They were an integral component of his famed, if not rather dramatic, series of lectures. Delivered from something of a pulpit adorned with footlights, his demonstrations, which were greatly admired by Freud, featured well-known patients at the Salpêtrière. They could go on for several hours, often drawing the attention of the public, who could come to gape as though they were taking in a circus side show.


Charcot’s lectures and flagrant exposés may have been among the most entertaining of such demonstrations, but they weren’t the only ones. Social mores of the era almost assured that the patient-physician dynamic be without boundary, and that meant women were vulnerable to exploitation—including sexual—regardless of whether they were “true hysterics” or not. It’s not uncommon to read old patient charts in which sexual relations—consensual or not—between patients and physicians were noted simply as a matter of fact, implying that such a relationship was not thought to violate ethical standards. It helped that, during the mid-nineteenth century, sedation was becoming increasingly popular as a first line of treatment for women for just about anything—particularly ether, which was highly addictive. Women who were in a semiconscious state were obviously particularly vulnerable to physicians who wanted to exploit them.


The treatment of women by the medical establishment in the early twentieth century is further illuminated by the description of male hysteria, or neurasthenia. Neurasthenia was the kind of diagnosis a doctor might give a man he had known for years when he came in for a bad headache, before offering him a snifter of brandy. Hysteria was the diagnosis that same doctor would give a woman in the village who hadn’t been able to walk for three weeks.


Male physicians were not the only ones carrying this narrative. The patriarchal structure of medicine informed how female physicians practiced, too—as much, if not more than, it did their male colleagues. At the expense, yet again, of female patients.


One physician of the era, Mary Putnam Jacobi of New York, bluntly compared male versus female hysteria, saying: “If this be a female, and notably selfish, the case is pronounced hysteria. If a man, or though a woman, amiable and unselfish, the case is called neurasthenia.” Delving further into Jacobi’s writing, one finds that she saw hysteria as a natural consequence of affluent white-lady boredom. Certainly in some cases this was true, just as it is today. There have always been, and there will always be, malingerers. But it’s curious that throughout history, a woman in pain was presumed to be lying. Guilty until proven innocent, as it were.


Perhaps it was easier for a male doctor—who did not understand the intricacies of the female reproductive system, who could not fathom the feeling of a deep and unrelenting weight in one’s pelvis, threatening to split the person in two—to call the woman a liar than admit he did not know what was wrong. That he did not know how to help her. Perhaps it was that women, who were so severely unchallenged, who were sequestered away with little or nothing in the way of intellectual opportunity, grew so bored that they devised a devilish scheme by which they could bring constant fascination into their lives, drawing attention to themselves. Perhaps they found identity in illness. If so, I’m tempted to applaud them for their creativity, but also find myself angry at their short-sightedness—at what Jacobi called selfishness.


It was more than likely a combination of these and other psychosocial, cultural factors that created the essence of hysteria, from which not even the most modern of modern women have completely broken free. It lives in all of us, a little cough that makes us question our perceptions of ourselves, the innermost truth of our bodies, our very minds.


We’ve all done it. We’ve all gone to work with a fever and said, “It’s nothing, just a cold,” when we knew deep down we had the flu. We’ve rationalized having “food poisoning” for weeks as the real culprit digs its heels deeper into our guts. We’ve fainted, vomited, bled, laughed, screamed, and cried—and said, “I’m sorry, I don’t know what came over me,” when we know damn well, deep down, exactly what came over us: a wave of nausea, crushing fatigue, disorienting dizziness. If only we’d listen.


If only someone on the outside knew the language we speak inside ourselves to keep our pain a secret, to silence our suffering, to find one hundred reasons why we’re fine instead of the one reason that we’re sick.
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WHEN I WAS SEVENTEEN, ONE morning I noticed that I was having a hard time getting my feet to firmly hit the stairs. I grabbed the bannister and laughed it off, thinking I must either not quite be awake or had slept weird and irritated a nerve in my leg. I brushed it off and carried on with my day assuming it would resolve. But the next morning, the same thing happened. Then I started having difficulty using the stairs at school in between classes. Most unnerving, a short time later I began to have trouble feeling my foot on the pedals when I drove. Pretty soon I was hobbling around like an infirm ninety-year-old woman.


At first I wasn’t that concerned, because it wasn’t unusual for me to experience joint pain when I would get my period. It could get so bad that I wasn’t able to play the piano for a few days, something I did regularly when my metacarpals weren’t on fire. I came in an hour early to school each day just to play in the music room, since moving around as a kid, I didn’t have regular access to a piano. I remember my disappointment at sitting down and discovering that my hands had become a clumsy mess against the keys.


I continued to ignore my symptoms, assuming I was overtired, or stressed, or perhaps anemic from my heavy periods. It wasn’t until my friends started commenting on the way I was walking that I started to worry—clearly I wasn’t compensating as well as I’d thought. I started having to walk the long way through the halls to class in order to use the accessible ramp, because I couldn’t get up the stairs. The first few times, my friends thought it was funny. After about a week, they began to suggest that I should see a doctor.


Clearly, I should have been a lot more unsettled by the fact that, over the course of a few months, I had gradually been losing the use of my legs. I found it curious, but not disturbing. I was certain that there was a logical explanation for it; therefore, it caused me no real anxiety. If I didn’t give it the power to frighten me, then it wouldn’t. That’s what I told myself, anyway.


My regular doctor referred me to a neurologist, and that’s why I dutifully reported to patient registration at the hospital that morning after signing myself out of school (a privilege that I could have abused as an emancipated minor, but never did). The woman behind the desk eyed me uncertainly and asked where my parent or guardian was, since I was still a minor.


“I’m legally emancipated,” I mumbled, pulling the tattered copy of my emancipation papers from my bag. “And I have Mainecare,” I added, sliding the card across her desk. This was the state’s Medicaid program, which I’d qualified for after a few rousing trips to the Department of Health and Human Services. I was quickly learning that no one likes Medicaid. Health-care professionals hate it because they get stiffed on payments. Many of them won’t accept it, because they know they’ll be underpaid for their services. Beneficiaries know that they’ll inevitably be denied treatment, shamed for their “reliance on government benefits,” and forced to jump through hoops to get, and keep, their coverage.


The registrar looked down the bridge of her nose at me, and I wondered if she knew what emancipation even meant.


“Really,” she said—in the way an adult might feign interest in a child’s nonsensical story when what they really want is a stiff drink—“Well, I still need to call your parents.”


“No, um. Actually—you don’t,” I sputtered, feeling my face warm at the prospect of being perceived as talking back. “I don’t live with them. I haven’t lived with them for five years. If you call the probate court they’ll fax you a fresh copy of this paperwork if you don’t believe me—”


She reached for the phone, “You’re a minor, so, we need your parents to—”


“My birthday is in a week,” I pleaded, attempting to stare her down, “I’ll be eighteen. Please. Don’t call my parents. It’s not legally necessary. I’m not lying.” I felt tears burning my eyes, my heart strangling my throat. I willed myself not to cry, but the panic had set in, and I knew that the torrent would come.


“Don’t you want your parents to know you’re here?” she asked, completely indifferent to the fact that I’d just told her I hadn’t lived with them in five years.


“No, you don’t understand—”


“You’re not a foster kid, are you? Do you have foster parents?”


“No, I’m emancipated, I’m on my own. I mean, I have someone who kind of looks after me, I guess? Her name is Estelle. She lives a few blocks away. I can give you her number—”


“Is she your guardian?”


“No! I’m my own guardian!” I snapped, finally beginning to cry. I was humiliated, and I watched powerlessly as she dialed my parents’ home phone number, which must have been in my record from when I had been brought in for a strep test as a child.


“We have your daughter Abigail here and we need your consent to treat her,” I heard the woman say, having presumably gotten my mother on the line. It was midmorning, so my dad would have been at work.


Hot tears ran down my face and I felt my legs begin to shake. It was strangely reassuring, because I hadn’t exactly been feeling them for a few days. Now I could at least feel the sensation of my knee hitting the underside of the registration desk.


“I see,” the woman said, eyeing me, “Well, thank you.” She hung up the phone, grabbed my emancipation papers, and stood up. “I’ll be right back, I need to make a copy of these.”


I pulled myself together while she was back at the copier, straightening my spine and drying my eyes on the sleeve of my sweater. My legs continued to quake, and I pressed the palms of my hands hard against my upper thighs to try to stop them.


The woman returned a few minutes later with my hospital ID bracelet and pointed me toward the lab as though nothing had happened. I thanked her, struggled to stand up, and limped out of the office down the hall.


The neurologist was completely unfazed by the specifics of my history or my alleged physical condition. I half expected myself that it was all psychological. If I’d learned anything from taking Advanced Placement Psychology the year before as a junior, it was that hysteria often manifested itself with dramatic bouts of paralysis. Maybe the stress of my weird childhood was trying to figure out which part of my body it wanted to live in. I didn’t exactly give this theory to the neurologist, but I prepared myself to hear that it was all in my head.


He did a brief neurological exam, which was unremarkable except that he found it curious that I struggled to get up from a squatted position. I didn’t disagree; it did feel like a struggle. He harrumphed through the rest of the exam and, doing his due diligence, I suppose, ordered more blood tests and a full-body MRI. Humoring me with a more thorough investigation in no way reassured me that he didn’t think I was hysteric, but I suppose it was a step up from the historical approach of attributing such a diagnosis to a woman willy-nilly. Something I’d been enlightened about in my psych class the previous year, via the usual literature, starting with notable cases like that of Anna O.
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THE CASE OF ANNA O., by Sigmund Freud and his colleague Josef Breuer, is one of the most famous psychological case studies, period—hysteria notwithstanding. While she’s most often associated with Freud’s body of work, she was seen by Breuer, who only conferred with Freud once he found himself unable to help her. “She was deranged,” Breuer said, adding that he hoped she would die to end her suffering. The young woman they’d call Anna when they wrote up her case was twenty-one years old when she met Breuer in 1880. In Studies on Hysteria, on which the two psychiatrists collaborated, Anna is described as being remarkably intelligent, if not gifted, as well as kind and highly empathetic. She was, they said, capable of rational thought, and not suggestible in the least—although she did have an “astonishingly underdeveloped” sexuality. Anna, the men wrote, was “bubbling over with intellectual vitality,” but leading an extremely boring life, one that was primarily devoted to caring for her ill father. Anna’s own illness was presumed to be a manifestation of her anxieties, thwarted potential, and stifled sexuality. She told stories of her life—which were really stories of herself—to Breuer in the form of talk therapy, which at the time was dubbed the “talking cure.”


Despite the initial grim prognosis, Anna O.—whose real name was Bertha Pappenheim—made a full recovery, having committed to this kind of emotional work. Whether she was working through past traumas or current anxieties, her physical and mental symptoms resolved once attention was paid to them. She went on to have a very successful career as a social worker, becoming the founder of the Jewish Women’s Association.


It’s no wonder that she became a textbook case: her diagnosis was fairly straightforward and responded to treatment. She either didn’t have any underlying comorbidities, or if she did, they weren’t significant enough to complicate her course. The use of psychodynamic therapy, such as the talking cure, would be complex enough, given every patient’s unique emotional experiences and perspectives; add in physical pathologies (known and unknown), and it becomes a much more complex task. And that initial focus on the emotional state, or the preference for ascribing a psychiatric explanation to a physical presentation, may well lead to a misdiagnosis.


In 1962, when she was seventeen years old, two notable things happened to Karen Armstrong: she joined a convent, and she began having fainting spells. In her book The Spiral Staircase, she eloquently discusses her emotional and spiritual journey, but also gives vital weight to the concurrent physical maladies that plagued her. The spells that she had were not just peculiar and alarming, but embarrassing. The nuns in the convent often told her she needed to pull herself together, or accused her of being melodramatic. She even recalled entertaining the assumption herself as she attempted to come up with an explanation for the bizarre symptoms: “I assumed that even though I might not be feeling especially upset, I was displaying some subconscious need for notice, love, or intimacy. The blackouts, I concluded, must be a bid for attention.”


No one so much as suggested she visit the infirmary, let alone see a doctor. She was assumed, by others, even eventually by herself, to be weak-willed—or malevolently manipulative—for years before anyone gave credence to the idea that she might be ill. She eventually left the convent. Had she—like Anna O. before her—been experiencing her “fits” as a result of feeling stifled by her environment, you’d think her spells would have ended. They did not, and in fact, they had been progressively worsening. Her doctor suggested that her anxiety, as he perceived her condition, needed to be treated through psychoanalysis, which she diligently undertook, although she had doubts: “I would be overtaken by a queasy sense of déjà vu. This was exactly the sort of reasoning that I had used in the convent, and look where it had got me.”


It had been nearly a decade since she’d joined the convent and begun experiencing the fainting spells, the progressively worsening blackouts, and lost time. And she had, in fact, lost a lot of time. Years of her young life, nearly her entire twenties, were marred by the symptoms and the fruitless quest to explain them, let alone cure them. Then, one day nearly fifteen years after that quest had begun, she ended up in the emergency room after a particularly bad spell. When she woke up, she was told she’d had a grand mal seizure, and was referred to a neurologist at once.


She regaled the neurologist with the story of her years of symptoms, and he asked her why she had not gone to a doctor about them, when they were clearly so troubling and serious. Oh, but she had, she said. She explained to him that she’d been seeing doctors for years. The doctor was stunned into what she called a “devastating quiet” before asking her if any of them, when she had told them of these symptoms (which he felt were demonstrative of a “textbook case” of temporal lobe epilepsy), had ever suggested she have an electroencephalogram (EEG) of her brain.


No, she told him. They had not.


While it was enraging enough that her symptoms had automatically been assumed to have no physical origin, the fact that a fairly simple test was not done to even attempt to disprove that theory outraged Armstrong’s doctor. Her condition was not particularly uncommon, and it was not even necessarily going to be difficult to treat. Had someone identified it when she was in her late teens (precisely when that form of epilepsy often presents for the first time because of the hormonal change associated with puberty), it never would have gained that much power over her life.
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I WAS ABOUT THE SAME age as Armstrong when her journey began when I had my first MRI to more closely examine my classically hysterical symptom of leg weakness. I suppose now I’m grateful that the test was even ordered, but at the time, as the technician injected me with a dye that made my whole arm feel hot, and that gave me a heady, woozy feeling as I was sucked back into the giant, obstreperous tube, I just felt very alone. I lay there feeling incredibly hollow, although there was something oddly calming about being in such a small space (luckily I’m not the least bit claustrophobic).


I considered that perhaps when I left for Sarah Lawrence in the fall I wouldn’t be able to dance. Maybe I’d have to give up the piano. But whatever happened, I was confident that it wouldn’t slow me down. It couldn’t. I had worked too hard for it to all go to shambles just because my legs were a little wobbly. I simply refused to acknowledge the possibility that I wouldn’t be able to do what I wanted to do when I graduated from high school a few months later.


I started out with a lot of faith in medical science, despite all the ways it had failed my mother when I was growing up. If there was something wrong with me, it would be different. I would get well, because I wanted to be well, and I would simply do whatever it took. Surgery, therapy, drugs—whatever was required, I’d do it. I had no fear, because I trusted that doctors knew how to fix people—so long as they wanted to be fixed.


My mother remained ill because she wanted to be ill.


That’s what I convinced myself, anyway. I followed up with the neurologist a few weeks after my birthday, which made things considerably easier. Having become of legal age, I didn’t have to go through the same traumatic registration protocol as before. The doctor explained that the MRI was more or less fine—there were some incidentally discovered structural oddities that were probably congenital and nothing to worry about.


While I was relieved that there wasn’t anything gravely wrong with me, I was a bit irked that the doctor had offered nothing to make my legs work right again. I had thought that, at the very least, he could give me some kind of medication that would fix the wobbly feelings and let me get my life back. He thought the situation was strange, but he had no answer. He figured he would follow up in a few months to see if it had gotten any worse. Though I simmered with impatience, I accepted this and vowed to do whatever I needed to do to make sure these annoying symptoms didn’t get in my way any longer. If it meant I had to go down stairs on my butt, I would. At times, that’s exactly what I did.


Over the course of the next several months, the strange symptoms gradually got better. By midsummer they had all but resolved. I still had some trouble that correlated with my menstrual cycle, but I laughed it off as my personal misfortune. It had taken about six months, all and all, but I had finally regained a normal gait. When I arrived at Sarah Lawrence in the fall, I headed to dance class undeterred.


When I got sick, after only being there a little over a year, I didn’t make any kind of connection, and when I went to the hospital in Bronxville, I never even mentioned the earlier problem. It hadn’t occurred to me to.


Finding myself back in Maine about eighteen months later, in that very same hospital, at the same registration booth even—the memories reached for me like keening banshees. As I walked down the hall toward the lab, I did entertain the idea that these two experiences might be connected—but almost immediately shook the thought from my mind. There had been nothing wrong then. The doctor had said so, hadn’t he? And maybe it had taken half a year, but eventually I had gotten better.


And whatever was happening to me now was far worse anyway. I’d lost a great deal of weight and though the discomfort of weak, wobbly legs had been annoying, it wasn’t anywhere near as bad as this constant, unrelenting pain. This time I couldn’t ignore the fact that I was sick. I couldn’t tell myself that nothing was wrong, because something clearly was. And I don’t know what made me feel worse: the fact that I was really sick, or that I wasn’t strong enough mentally to deny it.
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AFTER I LEFT SCHOOL, I saw a gynecologist, Dr. Paulson. It seemed like a logical place to go next: my periods had always been hellacious, and if the experience I’d had at school was indicative of an ovarian cyst, I thought maybe there was some kind of syndrome or predisposition that could explain it. I had been referred to Dr. Paulson by my regular Maine doctor, and she was the first gynecologist I’d seen for the problem.


I suspect that all OB/GYN offices look alike, with the same posters of smiling babies in the bathroom watching you while you struggle to collect a urine sample, the same soft pastel color schemes, the same cushy chairs for uncomfortably pregnant women. And also the same cold stirrups, plastic vagina models, and blisteringly obvious red sharps containers.
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