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1


Dear Reader,


There may exist a graceful and elegant way to begin one’s gynecologic and colorectal memoir, but it never does spring to mind.


Let us start then with a story. We can travel back to where it all began, and for a moment leave the particulars behind. That sounds much nicer—lovely even—considering it all began so many years ago with a cool, luxuriant swim in Walden Pond.


~


I remember it well. The heat was heavy, I was a summer student at Harvard with no air-conditioning, and Walden beckoned for the reasons it always will. Though I suppose the busloads of tourists beached on the imported sand should have sounded some instinctive alarm when I arrived, they didn’t. I walked right on past and made my way to the side of the pond where the water was still and the snorkelers out of sight.


I remember walking into the water. I remember floating on my back. I remember the coolness and the peace and the poetry of the place, and I remember feeling like I couldn’t ask for anything more.


The next day in the emergency room, I had quite forgotten all of that.


A urinary tract infection, known as a UTI, is a very painful but easily treatable infection of the urethra. Most people describe it as “peeing broken glass,” and I would have to agree with most people.


But my ER doctors patted me on the back as they ordered up the standard antibiotics and I bounded off to the pharmacy, clutching my prescription, counting the minutes in the twenty-four hours they told me it would take to go away.


Fifty-six hours later, I was back in the emergency room. It had not gone away.


In fact, it did not go away for six months. “How strange,” the college physician said as he took my history. I had never been sexually active, which made things particularly challenging, both diagnostically and emotionally. I was a senior in college, and it was my time. I even had the right person picked out.


But the UTI stayed. We joked and called it my PUTI, or permanent UTI, and I laughed along with the rest. But in private, in the bathroom, I was profoundly unamused.


~


This prologue is typical of women like me. A simple and innocuous medical event—often with a gyno or gastro tilt—that should have resolved simply, but didn’t. She thinks it is just another one of life’s ups and downs, when in fact Up is about to become a distant memory.


There is a secret society of sorts that no one—not even the members—has heard of. We don’t look alike, we don’t dress alike, and we’re from all over. There is no secret handshake, no meeting place, no cipher.


We are the women with mysterious illnesses, and we are everywhere.


~


When I went home for Christmas just outside of Washington, D.C., my parents—who are both top-notch physicians—made an appointment for me to see Washington’s preeminent, top-notch urologist.


Dr. Damaskus said I seemed like a nice, normal young woman who would probably like to get back to the business of being able to pee and have sex freely, and he saw no reason why he couldn’t make that happen. He determined I no longer had an active infection—and then proposed a procedure, to be done right there, that day, in the office. As he described it, he would insert a small instrument into the urethra, rip it, and this would solve the problem.


I frowned.


But Dr. Damaskus assured me it was the only option, should I want a normal life again—the gentle ripping, he explained, was more of a light stretching of the tissue, and it would interrupt the muscle spasm and break the cycle of pain. He handed me a paper gown.


I’m almost nostalgic for my naïveté. I took the gown, steeled my nerves, saddled up, and put my feet in the stirrups.


The procedure began benignly enough with a small swabbing of topical lidocaine, but in the next step a device not unlike a very small car jack was inserted in the urethra and then ratcheted out several notches until the urethra, as promised, tore. It was a blinding pain that no amount of lidocaine would dull. He peeked over the paper blanket and asked if I thought he had gone enough notches. I was crying too hard to do anything but nod. He went one more notch.


Dear, patient reader, I have not forgotten about you, or our purpose here—or the cautionary voice in the back of my head whispering something about too much information. But I think this history is important. So before we move out of this reverie, let me come quickly to the end of the beginning of our story.


That night, after Dr. Damaskus sent me hobbling back on my way, intuition’s warning bell finally took up its low, steady thrum. I sat silently through dinner, and put myself to sleep early. Something was not right—something flulike, but menacing, was starting to bristle. Everything hurt, not just my urethra. My ears hurt. My teeth hurt. I fell asleep, my hands clenching and unclenching of their own accord.


When I woke, I was on the floor, quaking with rigors, drenched in sweat, and making a very bad noise. My mother was calling the hospital and dragging me toward the car. It appeared I had become septic, an infection of the bloodstream that would have ended badly if my mother weren’t such a top-notch physician. We were at the hospital in minutes.


I was not witness to the miraculous save, but I heard all about it when I woke up. Top-shelf, nuclear-grade antibiotics pumped into me by the gallon, and it seemed like every doctor at Sibley Memorial Hospital came to sit by my side, making sure the doctors’ daughter pulled through. I was extremely well taken care of. I was going to live. It would all be all right.


By the next day, everyone had gone back to their private practices, wishing me well, which I very much appreciated. The only problem was (and I hated to be a stickler)—I wasn’t all right. I was still aching all over, badly, even though the infection was gone. I had a fever every afternoon, and intense pain all down my legs. The broken-glass pain was starting to radiate out to the surrounding muscles in the vagina, rectum, and bladder. My bowels seized up and stopped working. I itched.


“Strange,” my doctors murmured, making notes. “How very strange.”


They ran dozens of tests, but everything came back negative. At a loss (and at my insistence), they sent me back to school with painkillers and portable IV antibiotics. They said it would slowly all start to get better, and I believed it. When had my body ever done anything but get all better? I was ready to get back to the business of peeing and expressing my sexuality freely. I would carry my little IV from class to class if that’s what it took.


But my body did not get better.


Class after feverish class, night after achy night, and morning after urethrally excruciating morning, I could not deny: it was getting much worse.


And in the most mysterious ways.


I was on so many medications and getting so sick so fast, it was like a rabbit hole had opened up beneath me—that I was falling slowly past the clocks and the candlesticks, and that my parents and doctors were peering over the edge, quietly watching me float down and away.


~


The entire point of The Lady’s Handbook for Her Mysterious Illness is this:


It would have been helpful to know what a well-trafficked rabbit hole that was.


~


The unfortunate but innocuous series of medical events.


The gallons of antibiotics and fistfuls of painkillers.


The severe digestive issues, gynecologic issues, joint pain, itching, and fatigue.


The referrals, the specialists, the puzzlement.


The growing doctor-patient antipathy.


The dramatic health avalanche.


The clocks. The candlesticks.


The despair.


I thought I was the strangest medical case on the East Coast.


I was wrong.


~


Seventeen years later, I have become a well-known woman with a mysterious illness.


In the early years of this distinction, other women with mysterious illnesses would frequently introduce themselves to me, often at the most unexpected moments—at weddings, in elevators, or leaning across a bank of guests at a crowded Thanksgiving table—all wanting to discuss their own mysterious maladies. I just had to speak the words candida or subclinical hypothyroid—or the most potent of all, gluten—and three heads would rubberband in my direction. They either knew a woman with a mysterious illness, were married to a woman with a mysterious illness, or were themselves a woman with a mysterious illness. While other people grilled kebabs, we would speak discreetly and in low tones about constipation. When the daiquiri pitcher appeared from the kitchen, we would duck our heads to discuss whether or not daiquiris were gluten-free. At elegant cocktail parties, women were constantly pulling me into corners to talk about their vaginas.


You most likely know one of us already—a coworker, an aunt, a sister—some beleaguered old girl endlessly dealing with her health issues. She’ll be reluctant to talk about the particulars but noticeably lacking in a solid diagnosis. Most people privately agree she actually suffers from an acute case of hypochondria.


This woman may not know it yet, but she is in the club.


~


WOMI.


wo.mi | whoa-mee | noun


A woman with a mysterious illness.


~


I had to make this word up myself. I would have preferred a committee, or a wealthy patron—whoever is in the business of naming—to do it for me, but no one volunteered. I’d also have preferred something more dignified than WOMI—something with gravity, preferably in the Latin. Something that provoked the right response, which in my case is, “Holy fucking shit.” But because there is no name for what’s wrong with me, people don’t say holy fucking shit. They ask if I have tried green juice or positive thoughts.


Having a word helps.


Either way, I am sure you know a WOMI already. A spouse, a little sister, a cousin.


The signs are unmistakable. She is exhausted, gluten-free, and likely in possession of at least one autoimmune disease. She is allergic to ____ (everything), aching from tip to toe, digestively impaired, and on uneasy terms with her reproductive system. She is addled, embarrassed, ashamed, and inflamed.


She is one of us.


~


The following scene is unfolding in an office in your town every day, perhaps right now at this very moment:


Jane Doe crosses her ankles in the waiting room, absently turning the pages of People magazine. She looks around often—now at the oversize clock, now at the receptionist, now at the generic watercolors on the walls.


“Ms. Doe,” a flat voice calls out. “Dr. Bowels will see you now. Second door on the left.”


Jane takes a seat in the doctor’s office, regarding the diplomas on the wall. On the desk stands a life-size replica of the human intestinal tract. When Dr. Bowels bustles in, he introduces himself as he looks over her chart for what is clearly the first time.


“Now, Ms. Doe,” he says cheerfully. “What can I do for you?”


The interaction begins very seriously, a furious scribbling of notes, a furrowing of the brow, a lot of nodding. The usual diseases are ruled out and Jane confirms she has been tested, twice, for everything under the sun. Her primary symptoms are severe constipation, distention, and pain in the lower left quadrant of her abdomen. As the doctor pages through her thick medical file, Jane takes the opportunity to share some of the stranger nonbowel symptoms she has experienced—aching in the bones, fatigue, itching, unexplained gynecologic symptoms, memory problems, lower back pain—but the words are scarcely out of her mouth before she wishes she had kept her addenda to herself. She can see the red flags rising behind his eyes, and the note taking slowly tapers off. Before she knows it, where once Sherlock Holmes scribbled furiously, hot on the trail, bent on solving her mystery—he now leans back in his swivel chair, tip of his pen in the corner of his mouth, checking his watch. His look is saturated with understanding, for he has solved the case.


What we have here is not a rare, tropical disease, Watson. What we have here is an unhappy woman, badly in need of an antidepressant.


~


Six years went by before I was aware of the proverbial Jane Doe.


And again, I come from a family of excellent doctors. My mother, my father, my stepfather—even my grandmother was a famous endocrinologist. I am the absolute last person who should have walked off a medical cliff without so much as a Wile E. Coyote deadpan to the camera.


But this is how it always begins. The appointment with Dr. Bowels will likely be followed by a similar experience with Dr. Vulva, only to be repeated with Dr. Rheuma, who sends her on to Dr. Uro, and then Dr. Neuro, followed by Dr. Thyro, then possibly Dr. Chiro, and finally cycling back to Dr. Bowels. Since no lightbulbs have gone off over anyone’s head, off she goes to Dr. Freud.


This long and expensive chain of events is not only common for this type of patient—it is the norm.


~


Now, it is well known that modern medicine all but requires doctors to think in algorithms.


That is, they think of the patient as a set of mathematical variables: X + Y = Z.


They look for the common signs and symptoms (X), corroborate it with evidence from the laboratory (Y), and, based on the symptoms and the evidence (X + Y), conclude that the patient has a disease (Z). Straightforward, effective, efficient—it is the baseline of medical training.


This modern method doesn’t waste valuable time or money with hand-holding, and it certainly does not encourage the patient to think of herself as a unique and special snowflake. No time for the fuzzy-wuzzies. The problem here is that Fuzzy-Wuzzy has come to include anything time-consuming at all, such as taking a full patient history. Fifteen minutes—which is now the average amount of time a doctor spends with her patient—aren’t enough minutes to take a history of someone in the full bloom of health, let alone a very sick person, or a real survey of diet, exercise, sleep, and self-care regimens. It is considered an indulgence to assess the patient’s personal and emotional landscape—especially with extras like empathy and a sense of connection or concern. A quick diagnosis and prescription is more expedient, and though this mechanical approach is not as artful as it could be—it gets the job done of seeing twenty or even thirty patients in a day, which many doctors have to do if they want to make a living and participate with insurance companies. Algorithmic thinking has become necessary just to keep the job.


Now, me personally, I’d prefer a large-hearted genius to take care of me—an empath and a mystic—a poet, a painter, a juggler, and a wonderful joke teller. I’d pay extra to hire out the mathematicians and statisticians to look at my lab numbers. But that’s just me, and I won’t impose my personal proclivities. It’s not really the root of the problem anyway.


The real root problem here, regarding the women with mysterious illnesses, is this:


The algorithm is wrong.


There is a special suite of real and debilitating symptoms—you will hear me incant them over and over again to impress the point—that have mistakenly come to be seen as the telltale signs of a woman who can’t cope with the pressures of real life.


Extreme fatigue.


Aching in the muscles and joints.


Chronic pain.


Multiple allergies.


Irritable bowels.


Frequent infections.


Endocrine problems.


Brain fog.


Just mentioning these symptoms can induce a total eclipse in the physician’s mind of the original complaint. Before she knows it, Jane is being rotated out of the office (not without a stop at the billing counter), into the elevator, down to the lobby, and out onto the street—blinking in the morning light with nothing but a referral to a gynecologist and a script for Paxil.


When I find myself describing the above scenario to a gathering of women, it surprises even me to see an entire room of vigorously nodding heads.


~


For a concrete example, let’s look at one of the classic mysterious illnesses, fibromyalgia. Also called fibromyalgia syndrome, or FMS, fibromyalgia is a syndrome whose chief symptoms include severe aching and pain in the joints and muscles, accompanied by pronounced fatigue and difficulty sleeping. No one definitively knows what causes fibromyalgia—it has been classified, then unclassified, and then classified again (and then unclassified) as an autoimmune disease—and there is great debate as to the actual, underlying pathology. But based on the symptoms alone, the best research estimates that at least one in fifty Americans has it, which is at least seven million people. And with small numbers at the NIH and the Mayo Clinic generating papers and studies routinely since the 1990s, fibromyalgia should be considered a real disease beyond any shadow of a doubt. I myself was extremely relieved to find out that there might be a name for the intense pain in my own joints and muscles—a set of symptoms that had always bewildered my doctors. It was also quite a comfort to finally discover a community of six million people describing aspects of my exact same physical experience that had never been explained before.


Imagine then my surprise when all of my top-ranked doctors, one by one, with great professional sobriety, sat me down and cautioned me to stop telling people I had fibromyalgia.


Fibromyalgia, they explained, is just code for Crazy.


~


For years, I thought Jane Doe’s situation was unique to me. My own repeated disappointment at doctor after doctor, and all because my disease was either too weird, or too unimportant. It wasn’t exactly chronic fatigue syndrome (a bit too gastric, and much too pelvic), but it didn’t appear to be any of the known gastroenterological or gynecologic diseases either. It was also monumentally more painful than anyone could explain. The diagnosis of fibromyalgia had been swept under the rug to preserve my credibility, and repeated colonoscopies and biopsies revealed it wasn’t a known inflammatory bowel disease like ulcerative colitis or Crohn’s.


Despite a truckload of symptoms, it appeared I had nothing at all.


And so maybe, since so many doctors seemed to quietly think so, it was hard not to start to think it was a simple matter of depression after all. How could they all be wrong? Never mind that antidepressants made me more depressed when I tried them. Never mind having built an all-around wholesome life despite my debilitating illness. And never mind my winning disposition and famously positive thoughts. If so many doctors were independently questioning my psychological composure, perhaps there was something to it.


~


I was just starting to believe this when I met my first WOMI. Her name was Charlotte.


We were brought together by our respective boyfriends at the time, and we sat for an afternoon at her small kitchen table. Piece by piece she unfolded before me the patchwork story of her own mysterious illness. As I listened I went absolutely pale, looking at her as I would a secret twin, separated from me at birth, reunited at last. Her story was so familiar—eerily familiar. I had never heard myself described to myself before. The mortal exhaustion. The urinary nightmare. The distended belly. The disaster in the pelvis. The distinct feeling of being eighty years old, despite being officially twenty-five. I could not believe I had met someone so identically strange.


But then it wasn’t very long afterward that I met Naomi, a friend of my brother’s, who regaled me with the story of her own mysterious illness over the telephone. A Silicon Valley mogul, Naomi had become sick with a virus when she was thirty-two, immediately became bedridden, hidden away from society for years, unable to digest anything, allergic to most of her pantry, aching all over, and prescribed enough Valium to sedate a rhinoceros.


And as she spoke, I thought:


Oh my God. Secret triplets.


What incredible fortune that I would meet the only two others in the whole wide world forsaken with the same wretched curse.


But then of course I would soon come to meet Courtney and then Alexandra and Skye and Christina—followed by Gwen and then Greta and then Mara and then Jones—who all, to my everlessening surprise, recounted almost the exact same story as my own. Varying types of related-sounding illnesses, and varying levels of severity—but undeniably variations on a very distinct theme—over and over again, almost the exact same story of the misdiagnoses, the medications, the disbelief, the rabbit hole, the Caterpillar, the Hatter, and the Hare.


And every single one of them thought they were the only one.


After about twenty of these identical conversations, the pen on my desk stirred to life and this book began to write itself.




2


At the very beginning of my research, observing WOMIs in the wild with a pair of binoculars and field notes—I was overwhelmed. No two WOMIs were alike. The number of illnesses that qualified as Mysterious was staggering. Lyme, post-treatment Lyme disease syndrome, candida, Epstein-Barr, Ehlers-Danlos, polycystic ovary syndrome, subclinical hypothyroid, dysautonomia, irritable bowel syndrome, fibromyalgia, chronic fatigue syndrome, nonceliac gluten sensitivity, heavy metal toxicity, environmental illness, sick building syndrome—I had started out with the intention of exploring intestinal health as it relates to chronic fatigue and women’s health, but as soon as I turned on my headlamp, like giant moths to a tiny flame, WOMIs of all kinds came hurtling out of the jungle.


And to my surprise—far outnumbering the wholly mysterious—there was another very particular subgroup of sick women who kept thunking down out of the trees in front, behind, and next to my workstation as I tried to taxonomize the mysterious.


First there was my close friend Courtney, who told me that in addition to a series of undiagnosed intestinal complaints, she also had Hashimoto’s disease. Then there was Jones, another friend saddled for a decade with unexplained symptoms, who told me she also had ulcerative colitis. Both said the same thing: the Hashimoto’s and the UC were crosses to bear, but even on their medications, they were limping along in their lives with an overflow of other debilitating symptoms their doctors said were unrelated or unimportant.


I could of course empathize, but I was confused. And the sheer number of women like them, thunking down around me, made me nervous. What did Courtney’s Hashimoto’s disease (a disease of the thyroid) (thunk) have to do with Jones’s ulcerative colitis (a disease of the bowel) (thunk)? And why were they both accompanied in rapid succession by women with lupus, multiple sclerosis, and Crohn’s disease (thunk, thunk, thunk) with questions about fatigue and brain fog and muscle pains and back pain and unusual periods? These aren’t mysterious illnesses—I thought indignantly—these illnesses have respectable names! Lupus, MS, Hashimoto’s, UC, Crohn’s—those are all known diseases with proper names and well-sourced Wikipedia pages. (To someone without a diagnosis, things like names and reputable Internet resources are like the holy grail.) Furthermore, my friends’ illnesses affected completely unrelated parts of their bodies—kidneys, myelin sheaths, thyroid, bowel. It was distracting, and I wished they would leave me alone so I could focus on the task at hand, which was already confusing enough.


But there was no ignoring them. These girls were as WOMI as they come, and they wanted to be heard. They all reported the doctor merry-go-round, the many alternative treatments tried and failed, and the inability to find a physician to take their dis-ease seriously. Like the rest of us, they suffered the medications that suppressed one symptom and created several more—not to mention the terrible invisibleness, and the experience of hearing But You Look Just Fine! so often they could just cry.


And then there was the most important group of details: that telltale set of symptoms that snaked like a glittering black thread through their stories—the myalgias, the fatigue, the allergies, and the bowel problems.


We were freakishly similar.


Mysterious stepsisters.


The clues were everywhere.


But no matter what I did, I could not connect the dots. I could see there was an elephant in the living room—but what was wrong with the elephant, I had no idea. I paced. I pondered. I made tea. I studied the leaves. I studied the night sky. I couldn’t make sense of it.


And then suddenly, I could.


Standing there, head back, taking in the whole cosmos—a huge, meandering constellation came sharply into focus.


Hashimoto’s, ulcerative colitis, multiple sclerosis, lupus, Crohn’s, and sometimes fibromyalgia:


All autoimmune diseases.


~


In retrospect, it’s hard to believe there was ever a time I didn’t know this. We all know a cancer when we hear one. Why should this be different?


But it most certainly was different. I had heard all of those disease names growing up—and then more and more as I began my investigations—but I had no idea they were the same essential type of illness. I looked into it and learned that I was not alone in my ignorance. According to the American Autoimmune Related Diseases Association, nine out of ten people can’t name an autoimmune disease off the top of their head. Nine out of ten seemed like an awful lot, and while this did feel like an unusual fact, I shelved it along with all the other unusual facts and data that did not compute. (A very crowded shelf, bowed and sagging.)


But as I continued along, researching and observing the patterns and behaviors of my subjects—I was astounded to find in my notes that a lot of the illnesses other WOMIs had come to me with were in fact autoimmune diseases, and I had simply not known it when I had conducted the interviews. Sjögren’s. Raynaud’s. Guillain-Barré. Rheumatoid arthritis. Celiac disease. Myasthenia gravis. Type 1 diabetes.


Autoimmune, every last one.


This seemed extremely important.


Those women had sought me out—not the other way around. They self-identified as Mysterious. They knew part of their diagnosis, but they also knew there was more to it and that something was wrong that was not being explained or treated by their physicians.


Each came in private, confessional, not sure if they qualified for the book.


They suspected their Mysteriousness but couldn’t be sure.


This appeared to be another devastating function of the invisibility cloak—WOMIs wandering side by side, lost even to each other.


And so in a separate tangent from my own research, I began to read about autoimmunity—and I immediately learned that there is a huge autoimmune epidemic on the rise. Incidences of autoimmunity have, at a very low estimate, tripled in the last thirty years.


I was truly surprised, and for a moment in time my little world seemed to make sense. I was sure I was about to crack the code.


Mysterious illnesses, somehow = autoimmunity.


Autoimmunity, somehow = mysterious illnesses.


This was a wonderful, fireworks-filled moment.


It was also very brief.


My sagging shelf of things that didn’t compute was beginning to make a low whine, and when I applied my autoimmunity epiphany to see if it accounted for everything, it did not. The autoimmune piece was a clue—a big one—but as I came back to earth and returned to the full range of my research, the more I started to realize that autoimmunity didn’t actually explain things very well at all.


First of all, the cause of autoimmunity is officially unknown, and I was looking to know.


Second, there is no cure—just medications to suppress symptoms and inflammation, often causing many more symptoms, which indicated to me that it is fundamentally not well understood, and I was looking to understand.


But most importantly, this magic lasso of comprehension hadn’t remotely roped all the cattle, moths, elephants, or mock turtles.


For example: I didn’t have an autoimmune disease.


For another example, chronic fatigue syndrome isn’t an autoimmune disease (though the severe presentation is often considered much worse than most autoimmune diseases).


Fibromyalgia is not currently considered an autoimmune disease.


Polycystic ovary syndrome (PCOS) is an endocrine disorder.


Candida is a fungus.


Epstein-Barr is a virus.


Lyme is caused by a spirochete.


Mold illness is caused by mold.


Drat.


The only thing these very (very) different illnesses had in common was a very (very) similar story, symptom overlap, and a slew of WOMIs who had both mysterious problems as well as autoimmune diseases. It wasn’t much, but it was something. I would need to continue my investigations.


~


The next clue I already knew instinctively—I have named my book after this clue—but I was vindicated when I finally looked it up. The one thing that is obvious to everyone—to me, to doctors, to skeptics—is that this massive elephant in the living room has one very clear defining trait.


This elephant is a she.


You do not need an NIH statistic to prove this, you can just look around. It’s not really Uncle Bernie’s problem, it’s Aunt Soozy’s. You know it, Soozy knows it, and so does poor Uncle Bernie.


But the NIH is on our side here, as well. Did you know:


Eighty-five percent of fibromyalgia patients are women.


Eighty-five percent of multiple sclerosis patients are women.


Ninety percent of Hashimoto’s patients are women.


Eighty percent of chronic fatigue syndrome patients are women.


Seventy-five percent of Lyme patients are women.


Ninety percent of lupus patients, women.


With a few exceptions such as Crohn’s disease, which affects men just slightly more, this ratio is true almost across the board. Seventy-five percent of all autoimmune patients are female. And for the true mystery illnesses, the disparity is even greater—often 8:1, 9:1. This should give anyone pause—not simply because there are so many diseases affecting women these days, not simply because that discrepancy is very large, but for a more serious reason:


No one seems to notice.


I am consistently surprised to find that the numbers (when I look for them) don’t just confirm my suspicions—they dwarf my suspicions. The numbers, when I look for them, are sitting there, hulking, huge, unmissable, staring at me, wondering where I’ve been. Wondering where everyone has been.


I hope the ax doesn’t grind too hard against the stone to say it, but this being far and away a Lady’s problem goes a long way toward explaining why it hasn’t been taken very seriously at all.


~


Then again, let’s back up a few steps. Let’s just say that we’re not particularly moved by the gendered aspect of the problem, and that we really have so many other important issues in this world to focus on—that is, let’s say we are going to continue to sweep these illnesses under the rug. You can’t help everyone, you know.


Well, at a rate of increase since 1980 clocking in between 200 and 300 percent:


Oh darlings.


We are going to need a significantly bigger rug.


~


But let us also be crystal clear: from the beginning, I did want the gender clue to be the Point.


Once I had come to understand that particular piece of the puzzle, all I wanted to do was lean back—grim in all my knowingness—sighing loudly that We Just Live in a Man’s World, Girls, and them’s the breaks. No one cares about these diseases because they involve women and hormones and poo and lady parts—and that’s more than enough to obscure the whole thing from the national conversation.


But the truth was, an exposé about the cultural and medical bias against women’s bodies would not exactly be breaking news. (See: Freud, see: hysteria.) There was more than enough for a book on that subject alone. (See Barbara Ehrenreich, see: For Her Own Good.) And though it would certainly have made for a simpler and more satisfying thesis, it just wasn’t the whole story.


But in that case, I had to keep asking myself: what was going on?


Why was this widespread phenomenon being treated so casually, if we were agreed not to blame the whole thing on doctors being egomaniacal, chauvinist pigs?


This was a serious question that over the course of my research would reveal a seriously complicated answer.


And so one of the first things I ever did was to come up with a clarifying Top 10 list regarding the problems contributing to the mysterious marginalization of the mystery illnesses. This list was not exactly a clue in figuring things out—but rather a series of clues making it clearer and clearer that there really was a veil tightly drawn before anyone who was trying to figure things out.


Over a decade later, the list is still as useful as ever.


Problem 1: Invisibility


Each of the chief mysterious illnesses is largely invisible, at least according to our current standards of seeing. A typical disease presents something a doctor can observe, either under the microscope or in an examination. But not these diseases. There are no tumors, no elevated blood count, no pallor. I noticed I had to catch myself many times in my interviews—a woman would open her door, and look so absolutely normal that I couldn’t help but think I’d finally found the lazybones who was just exaggerating to escape from the pressures of real life. I had to remind myself that this was exactly what people thought (and still think) about me.


But if those women just had some piece of data to hold on to, some scan to hold against the backlight, to show the world the contours of her problem—that would make a huge difference. However for such symptoms as chronic pain, fatigue, and irritable bowels, there are no scans. And this brings us to a critical point that cannot be underscored enough: the available standardized tests for the mysterious illnesses are very crude. They were in 2006, when I started looking into the matter, and they still are in 2020. Sophisticated tests are produced by sophisticated research. Which brings us right to Problem 2.


Problem 2: No Research, No Funding


This is a chicken-and-egg issue. You can’t get funding to research a disease that is not considered serious or real, but a disease is not likely to be considered serious or real if there is no good research or clinical trials associated with it.


Chronic fatigue syndrome is the most glaring example, the funding for which has been historically minuscule and mismanaged. Currently there are $14 million allocated for research for CFS from the government, compared to $6.3 billion for cancer research. That is, 0.2 percent. Fibromyalgia receives the same—fourteen million, a number that comes in at the very bottom ranks of what the NIH chooses to invest in every year. Even the funding allotted for all the autoimmune diseases, which outnumber the incidences of cancer, HIV/AIDS, and heart disease combined, is just $806 million, or an eighth of the cancer fund.


Interestingly, Lyme disease actually serves as a good reminder of how important research is. Lyme disease spent about thirty years as one of the chief mysterious illnesses—and the way they partially demystified it most was when they developed a better blood titer. For decades prior, most Lyme patients were often considered as hypochondriac as the rest of us ladies. Nowadays, Lyme is one of the first tests they run if you come in complaining of the usual mysterious problems. This could have been a lesson—that when a disease doesn’t show up in the lab tests, but corresponds identically to the anecdotal evidence of thousands of other case histories, that should speak to the inadequacy of the tests, not the inadequacy of the patients.


Alas.


Now the next batch of problems we’ll have to give rapid-fire, because I have an eye on the clock, and it is just about time to get back to the story.


Problem 3: Vague Symptoms


Achy? Yeah, I got aches and pains too, lady.


Problem 4: Myriad, Overlapping Symptoms


For example, mold illness, Lyme disease, and the Epstein-Barr virus—three distinct, separate problems—can have almost identical achy, fatiguey, irritable bowely symptoms, yet no two cases are ever exactly the same. Any Lyme specialist will tell you that Lyme manifests in a range of expressions from individual to individual—more so than most illnesses. The same is true for Epstein-Barr, mold illness, and indeed, all the mysterious illnesses. There are simply so many symptoms associated with each illness, you never know which ten of the one hundred the patient is going to present with. Thus it is extremely difficult to figure out just which permutation of the problem the patient actually has, and misdiagnoses are rampant. Furthermore, the sheer number of symptoms that tend to accompany these problems—each manageable on its own, but terrible in the aggregate—is totally overwhelming for a doctor. Night sweats, acne, abdominal distention, dry eyes, lower back pain, left ovarian pain, painful periods, exhaustion, low blood pressure, dizziness, insomnia, sensitivity to dairy, sensitivity to gluten, sensitivity to nightshades, stiffness, constipation, diarrhea, constipation and diarrhea—


If I were a doctor, I might be running in the other direction, too.


Problem 5: Shame


If a woman’s disease happens to veer in any way toward the vaginal, the urologic, or the colorectal, then she is seriously out of luck—too unpalatable for any awareness campaign, too unsexy to start a blog, too vago-uro-colo to merit a ribbon or a million-mom march. Yet these female-centric symptoms are very common with the mysterious illnesses. That means there are millions of miserable women who are not getting the care they need because they are essentially afraid to be the gynecologically squeaky wheel.


Problem 6: Bad Treatment Options


Let’s say you do luck out and get a doctor on your side who wants to help. Well, the next problem is that there are almost no tried-and-true allopathic protocols that actually help. Thus, not only does the doctor have a chronically complaining patient with invisible symptoms—when he tries to take her seriously and test out some treatments, she doesn’t get better. I can see where this would frustrate a doctor and put him back to square one of nonbelieving. But I can also see that sophisticated protocols are the product of sophisticated research and implementation. Sound familiar?


Problem 7: Bias


We said we would not blame chauvinist pigs—and this is true, we can’t only blame chauvinist pigs. But to leave them out of the equation entirely would be a serious oversight. You can be sure that if 85 percent of fibromyalgia patients were men, rendering them unable to work from extreme fatigue, bone-deep pain, and mind fog—there would be no problem getting the funding and research to look into this scourge upon the modern male workforce.


And so Problem 7 brings us right to Problem 8.


Problem 8: Fear and Loathing of the Female Patient


My own father has been known to ask a certain type of chronically complaining woman if her left elbow hurts when she urinates—a completely bullshit question—and will be amused when the answer is yes. In part, this is because my father is a jokingly self-described egomaniacal chauvinist. (Note: my father is also a very caring physician, if prone to pranks and helping people take themselves less seriously.) But in part, and I hate to say it:


Some women can be very—how shall we say—tenacious about their health. And this tenacity is almost regardless of how healthy they are.


Believe you me.


But on the other hand, let’s be fair:


Isn’t it vital that someone in the family be vigilant about the family’s health? While women are frequently criticized for dragging their husbands to the doctor, the truth is that women frequently save their husbands’ lives. And their own lives. Not to mention that women are also much more active in making sure their children receive regular medical care and checkups, which is a good thing.


But unfortunately, this positive interpretation is not the party line. The party line is that women are irrepressibly worried about their bodies for no reason at all, and seek medical attention more often than men purely because they are the nervousest of Nellies.


Problem 9: Our Broken Health Care System


This merits an entire shelf of books unto itself (and there are of course already hundreds), but the fact remains: the American health care system is not functioning well. As noted, if you have a complex disease that is difficult to diagnose, then a fifteen-minute HMO doctor’s visit and quick-fix prescription for pain medication is clearly inadequate. If you’re healthy as a horse, a fifteen-minute visit is probably inadequate.


Furthermore, most medical schools do not offer almost any training in nutrition, and as we’ll get into later, proper nutrition is the foundational and easiest way to prevent and sometimes reverse many chronic illnesses. Just that statement alone, “proper nutrition is the foundational and easiest way to prevent and sometimes reverse many chronic illnesses,” is anathema to most medical students.


But in the end, the roots of all these problems—not enough time to listen, no emphasis on healthy behaviors, and no robust systems to help patients with behavioral change—come back to the same problem.


They are not wildly profitable.


Virtually every problem in the health care system can be understood by following the money.


If something is not a cash cow, it isn’t just ignored—it will often be actively campaigned and lobbied against as dangerous, indulgent, or pseudoscience. It is a sad state of affairs, but in no way a secret state of affairs, and it can’t be emphasized enough.


Anyway, I promise we’re coming to the end. Did I mention it’s complicated?


And we have yet to talk about the most intriguing problem of all:


Problem 10: These Epidemics Are New


Fibromyalgia, chronic fatigue syndrome, multiple sclerosis, Hashimoto’s disease, Lyme disease, lupus, polycystic ovary syndrome—in 1960, these were all rare. But in the last fifty years the new cases of these diseases have been raining down from the sky like hail, frogs, and locusts.


Fifty million women in this country suffer from these illnesses, at a very low estimate.


That’s one in four women.


And that, girls, is a lot.


~


So this is how it began.


After several years of fieldwork in this area, I casually remarked to my friend Elena that I had begun work on a book that would be called The Lady’s Handbook for Her Mysterious Illness. I joked that it would be a modern everywoman’s tale, an Odyssean adventure—complete with mysteriously sick sirens, stethoscope-wearing cyclopses, and an epic intestinal battle. And this friend of mine had (of course) dealt with a horrible mysterious illness of her own, so she was enthusiastic. Encouraged, I went back to the business of sketching out my pet project, wrestling over important questions, like which was the best chapter title, Yeast of Burden or The Red Vag of Courage.


But then a curious thing happened—something that would happen over and over again during the next decade. By the end of that week, I received e-mails from six women I had never met. They were friends of Elena’s, and they wanted to share their stories for the project. They all had mysterious maladies—from post-treatment Lyme disease syndrome to candida to chronic fatigue—and we e-mailed back and forth. And in a few weeks, as they put the word out, women started popping up everywhere, describing to me in the minutest detail the function and dysfunction of their intestinal tracts. We would compare cupboards full of supplements, occult healing modalities, and caches of our rogue research. But what they mainly wanted was for someone to listen to them, and that I could do. I listened to over two hundred women of all sorts—younger, older, richer, and poorer. I listened to stories of how their own bodies had slowly gone to pieces, or how their daughter’s body was unraveling right in front of them, or how their best friend was vaguely (and often not so vaguely) deteriorating.


On my listening tour, I began to have the sense that my pet project with the joke chapter titles and the strong stances on microbiota and the patriarchy was actually the thing these women had been looking for all those lonely afternoons spent wandering Barnes & Noble, coming up empty among the self-help books, the fad diet cookbooks, and the gentle pastel books about women’s health.


And I confessed to myself, it was the thing I had been looking for, too.


And this is how The Lady’s Handbook for Her Mysterious Illness came to pass—a book designed for aunts, coworkers, sisters, and girlfriends alike—a book to keep under her pillow late into one of her dismal, insomniac nights—a book to share with her support group, or family, or book club—a book bearing a very simple message:


You are not crazy.


And most important, you are not alone.
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As it turns out, a “Walden” of some kind is very common, found in nearly every case history of a WOMI. There is almost always some kind of triggering event.


A rape.


A trauma.


A divorce.


A death.


A virus.


An accident.


The journey begins when the earth cracks wide and down she goes.


And for your narrator, it was no different.


Walden.


The PUTI.


Dr. Damaskus.


Septic shock.


The emergency room.


Goodbye, Sarah.


Goodbye, WOMIs.


And good luck.


~


Next, as a woman like me begins to descend—blue dress belled around her—she is innocent, unaware that the rules of reality are now and forever reversed. When she touches the ground, up is now down, and left is now right. Riddles abound.


Medically speaking, the woman is supposed to be getting better and better, but she is getting worse. Where this formerly ambitious young woman once stayed up late in the stacks studying religion and philosophy and literature, or stayed up late running a company, or running a family, or running for office—or all of the above—now she is glued to her bed for most of the day, immobile, drifting in and out of sleep.


When she does sleep, she wakes only to discover she is more tired.


When food goes in, it now declines to come out.


She looks normal, but she feels like the walking dead.


Whatever the expectation may be, reality is now inverted.


For example:


After the Incident with Dr. Damaskus, I returned to college under a heavy and invisible blanket of illness. I carried my portable IV antibiotics with me in a cooler, and my roommates sat with me in rocking chairs while I shot liquid antibiotics into my arm. I rolled between classes and bed and back to classes like a wet log, waking with a start, to find I had been dead asleep, face-first on my desk in a class called “The Amazing Brain.”


Furthermore, where illnesses had always been upfront and honest with me before—announcing their comings and goings with trumpets and checkered flags—now illness was very coy.


Now my health was a trickster, a shapeshifter, a shroud, a mist.


Now my symptoms were vague and diffuse, tapping me on the shoulder, only to dematerialize every time I turned around.


Aches, pain, fatigue, brain fog, digestive upset, general malaise.


Now it was everywhere and nowhere at once.


~


In the face of a mysterious illness, Western protocol is to break it down and attack it piece by piece—separating the vaginal from the gastrointestinal from the rheumatalogical.


But because the mysterious illnesses affect multiple body systems, this approach doesn’t work very well, and an enormous number of disjointed appointments need to be made. While other people go through their hectic daily life, a WOMI’s life becomes hecticbordering-on-mania, spent continuously propping herself up with stimulants and food, whilst wedging in appointments between the already-full units of the modern daily grind.


While no one can see it, being sick is like taking a second job in secret twenty-, thirty-, sixty-minute increments throughout the day, hidden from view.


My case was no different.


And I’ll mention this one last time: virtually all of my parents are doctors. Mother, father, stepfather, plus the famous grandmother. I was the last person who should have fallen into a medical black hole.


But, down and down I went.


In between classes, and on spring break, and then long after I graduated—instead of being a young person and setting out on the voyage of life, my rectum was being probed, vagina splayed, bladder catheterized, barium enemas administered, sticky “anal paddles” applied, heart monitored, IVs hooked and unhooked, lines threaded and unthreaded.


I saw all the best doctors, in every possible field, at every possible beacon of modern medicine on the East Coast. I underwent every MRI, CAT scan, PET scan, transvaginal ultrasound, transesophageal echocardiogram, and black dye contrast study catheterization available—often three or more times. We tested for parasites and rare diseases, from babesiosis to dengue fever. I took course after course of top-shelf antibiotics, muscle relaxants, pain medications, birth-control pills and patches, and finally antianxiety medication and antidepressants—all in exchange for the steady decline in my health. In fact, all of this testing and drugging seemed to drive the disease deeper into my system.


Questions upon questions.


Answers begetting more questions.


Total professional embafflement.


The result: ever more tests, scopes, scans, probes, samples, swabs.


No stone left unswabbed.


Urologist A would cross all the major concerns off his list, and suggest seeing gastroenterologist B. Gastroenterologist B would run all available tests and rectal probings, cross all major concerns off his list, and suggest seeing gynecologist C. Gynecologist C would perform her excruciating manual examination, cross all the major concerns off her list, and suggest going back to urologist A.


Around and around and around—a caucus race with no beginning and no end.


One could say it is the patient, not the illness, that is progressively broken down.


~


So what exactly was wrong, with me specifically? An excellent question, one we all had a lot of trouble answering. Because as you will see—it was not just one problem, but a laundry list of problems. Thus, here I need to present to you the mess my doctors were presented with—a graphic exercise I’ll ask you to bear with this one time to give the fullest possible picture of my odd, complex illness.


And I should probably note: mine is odder, and more complex, than most.


And significantly more vaginal.


~


The first order of business was straightforward enough, and this was to address the Incident.


Obviously “it” had started there, with Dr. Damaskus—and while it did eventually seem like something must have gone wrong, what that thing was, no one could guess. This was complicated by the fact that Dr. Damaskus did not indicate that there had been any wrongdoing. And so all we were left with were the facts that the procedure had been indescribably painful (which it should not have been), that I had bled quite a bit afterward (which is not normal for this procedure), and that I had become septic (which clearly indicated something gone wrong). There were also several subsequent scans—PET, CAT—and transvaginal ultrasounds that showed a small abnormality on the left side of the vagina.


However, nothing could be extrapolated definitively from this evidence.


The vagina is so nerve-rich, dense, and complex, it is notoriously difficult to image.


There wasn’t enough data to say this, this is the problem.


And because nothing definitive could be extrapolated, and because Dr. Damaskus indicated everything had gone to plan, all this evidence was quickly deemed irrelevant, moved to the bottom of the pile, and forgotten.


Which left us with a procedure deemed totally normal.


Which left us with a patient experiencing an unusual, grossly outsized reaction.


And so, right from the beginning, we were not off to a great start.


~


The second order of business was to catalog that unusual, outsized reaction.


A very, very long catalog.


Number one on the list was the issue of pain. At first it was just simple pain in and around the left side of the vagina, from the fiery to the stabbing, as well as burning pain on the left side of the bladder, the urethra, and the vagina. But as time went on, this would snowball into extreme pain and spasm in all of the pelvic floor muscles, including those in the whole of the vagina, the rectum, the sacrum, the groin, the hip flexor region, the urethra, the bladder, the uterus, the cervix, and the left ovary. And as even more time went on, this pain would only get worse, spreading up the spine, throughout the left side of the abdomen, and down the left leg.


Number two on the list was the issue of the bowel. At the time of the Incident and the subsequent flood of antibiotics, my bowel had simply stopped evacuating. Like, finito. No bowel signals or peristalsis at all—it just shut down, as if it had been put to sleep—and no prune, no fiber, no extra hydration, no MiraLAX, and no stool softener could make it wake up again. The only thing that worked was to take quadruple the dose of laxatives a normal person might take—and this did make the bowels empty, but at the cost of now having daily, explosive diarrhea. However, because even a single day of not pooping would create an unbearable pressure on the already red-hot nerves in my spine and bladder and vagina (pressure that mysteriously caused the left labia minora to swell to even more unspeakable proportions), I had to take the laxatives. This started to create a vicious cycle, and the bowel became ever more dependent on the laxatives—but I couldn’t stop, because every time I tried, the pain was unbearable. I began to have to do enemas or take as much laxative as a colonoscopy prep—every single day—just to empty the colon and relieve the pressure on those fiery nerves.


But a mutinous colon was only the tip of the gastrointestinal iceberg. As the illness progressed, I began to develop extreme pain in the stomach upon eating anything at all. I also started to exhibit a permanently distended stomach, which wrenched and twisted in pain virtually all the time. Every time I ate anything, from pad Thai to a handful of blueberries, my eyes would start to water, my ears itched, and my nose ran—despite never having had a single food sensitivity in my life. My pyloric sphincter, much like my internal anal sphincter, stopped opening and closing properly—and this stricture made the passage of food from the stomach to the small intestine quite painful.


Then, there was the issue of the more classically Mysterious symptoms. As the snowball rolled along, my symptom cloud grew larger and larger—now including terrible itching every time I ate sugar, bloating, extreme fatigue, night sweats, brain fog, and a furry tongue. There were unexplained fevers, all the time, and I slept constantly. And the worse it got, the weirder it got. There was an intermittent, honking bronchial cough, and serious radiating pain in my upper spine, which is called radiculitis (pronounced ridiculitis, which I thought was actually a rather good name for the whole disease). I was also experiencing frequent yeast infections and bacterial vaginosis. And in addition to incapacitating menstrual cramps and cystic ovaries, I would often vomit and black out when my period came. I also seemed to exhibit all the signs of fibromyalgia (a deep aching and pain in the muscles and bones that came in flares) as well as a huge array of new sensitivities to detergents, moldy basements, cigarette smoke, and strong chemical fumes—something called multiple chemical sensitivity. I developed trouble standing up for long periods of time, and would become dizzy, with a racing heartbeat, and extremely tired after exerting myself the slightest amount—something called POTS, or postural orthostatic tachycardia syndrome, though I was not diagnosed with that at the time. And if all this were not enough, when I was given pain medications and muscle relaxants and birth-control pills (from Tylenol 3 to Skelaxin to Flexeril to Neurontin to tramadol to codeine to Ortho-Cyclen), I became nauseated, achy, and somnolent to the point of barely being conscious—something called “a paradoxical reaction.”


Altogether, the whole strange thing seemed to have avalanched into something mimicking a weird autoimmune disease of some kind—as if things had been going so badly for so long, my body had relearned its own status quo, and the new normal was to set off all the alarms, all the time, even if the intruder was long gone.


And it’s important to note that somehow, after listening to this mini Armageddon of symptoms, sometimes all my doctors ended up writing in the chart was:


“Chronic fatigue syndrome.”


And I think this is perhaps because of the most complicating factor of all:


I looked (and still look) almost 100 percent normal.


Great even. I glow.


Especially later on, after I cut out wheat, dairy, sugar, and started doing yoga. Not only was I slightly radiant but, because of the pain in my central cavity, I was always, always in some kind of flowing, pretty dress. More than a few doctors implied that whatever seemed to be the problem—it suited me.


This is one of the biggest psychological tormentors of the invisibly ill: the disconnect between the way you feel and the constant refrain from family and friends that you look just fine. I am sure it partly explains how for six of the thirteen years all this was going on, not a single diagnosis from that extensive list I just rattled off was anywhere to be seen. I was just a walking thicket of complaints—with an expanding accordion file documenting what it was Not. My mostly healthy-looking exterior (not to mention sunny personality) didn’t help, but the trouble was also that my doctors were intent on coming up with a name—the one and true name that would succinctly explain all the many bizarre and disparate problems my body seemed to house under one roof. And, of course, I wanted this too. Occam’s razor. A label. A name.


But unfortunately, what we had on our hands was the illness that has no name.


~


Without a name, and without a medical stamp of approval, all a woman with a mysterious illness is left with is a truckful of symptoms, a world full of raised eyebrows, and just barely muted judgments. After exceeding the normal threshold of time to find a diagnosis and coming up empty, the innocence that defines the initial descent starts to dissipate and her new life slowly reveals itself to be a kind of waking nightmare. Not only is she sick, no one believes her.


The same can be seen in the case of an illness that has an unserious name—and in the land of the mysteriously ill, these names abound. Irritable bowel syndrome, sick building syndrome, mold illness, yeast, leaky gut syndrome, and of course the most dreaded of all, chronic fatigue syndrome.


Which is also, just to underscore the point, colloquially known as:


The Garbage Pail Syndrome.


Obviously, none of these conjure a sense of importance or empathy, and to everyone except the chronic fatigue syndrome sufferer, “chronic fatigue syndrome” is a phrase generally employed with an emphasis on the air quotes.


And this low opinion isn’t just true for laypeople. The same view will surface with many of this patient’s future doctors, who slowly look up and over their spectacles when she mentions her “chronic fatigue syndrome.” Once that unwanted cat is out of the bag, all hopes for a partnership with the new doctor are often dashed. A change can be seen in real time coming over the heath care provider—and this phenomenon is true for WOMIs across the board, from those with subclinical thyroid problems to those with unexplained perimenopausal problems, fatigue problems, memory loss, pooping problems—all of it is rejected by the algorithm, which stares back at her, green cursor blinking slowly on the screen. She inserts the floppy disk of her feelings, thoughts, and experiences—all these many symptoms, and how terribly they are affecting her life, and how concerned she is to be so young and so broken down—and the computer simply continues to stare back, blinking.


Input Denied.


She stammers and tries to explain. What about these thirteen symptoms—and these activities like sex, and sitting, and reading, which she can no longer do, and the terrible way she feels upon waking, and the pain in her joints? The ovarian cysts, the pelvic pain, the scoliosis, the constipation, and the—


Input Denied.


The more she talks, the less response she gets.


And if she does turn out to have something diagnosable, like PCOS or lupus or MS, the situation does not very much improve. She is told that PCOS, lupus, and MS have no cure, only symptom management—and unfortunately, the symptom management notoriously causes almost as many symptoms as the disease itself.


But ultimately, if she doesn’t have a diagnosable illness, well, you may by now suspect what is coming next.


~


In my case, the physician who finally came up with the solution that stuck was Manhattan’s preeminent urologist. We’ll call him Dr. Urethra.


After a brief consultation about the situation, he decided on a strange and painful procedure to look for a urethral diverticulum—that is, an abnormal outpouching next to the urethra that can contain bacteria, and could somewhat explain the Dr. Damaskus debacle. Eight electrical nodes were pasted to my already-burning inner buttocks, a huge shot of antibiotics was administered to my outer buttocks, and a catheter was inserted roughly up my unanesthetized, flaming-hot, burning urethra.


This catheterization produced tears, and those tears produced a very aggravated Dr. Urethra.


After padding down the hallway with my dangling tubes and wires in hand, I was seated on a rubber toilet seat attached to a machine that raised me four feet into the air, my paper gown open and flapping in the back. Then a small convoy of observers—the doctor, an intern, a nurse, and a technician—all huddled and watched a screen, where an image of my bladder began to fill with black contrast dye. And as we all looked on, I was supposed to say “When” when my bladder felt full. So we all watched with interest as the balloon grew bigger and bigger and bigger and bigger—until Dr. Urethra started swiveling his head between me and the screen, his eyes wide, prompting me to “Say when,” “Say when!” But the signal for “When” wasn’t coming, I didn’t feel the need to pee—and instead the room started to go dark, and the doctor started shouting, and a wave of nausea crashed over me—and I proceeded to faint, slumping off the aerial, rubber, mechanized toilet seat, onto the intern, gracelessly losing my paper gown.


I was awakened with smelling salts, and the first person I saw was Dr. Urethra, pacing, red in the face, grumbling, and quite angry. He appeared to be upset that I had bungled the test. Seeing this, and still very much, and very painfully catheterized, I started to cry again. I couldn’t help it. But this second round of tears decisively broke the camel’s back, and Dr. Urethra stormed out.


After the nodes and the tubes and the gown had been removed, the nurse called my family into the office. Dr. Urethra had composed himself, and proceeded to explain in even tones that while the test was difficult to pull off, he had been able to get what he needed—and found nothing, no diverticulum, no sign of anything unusual whatsoever.


Furthermore—he said, removing his glasses and speaking now directly to my parents and not to me—from what he could gather from our experience together, he had concluded that my problem, “like many young women her age,” was psychological.


I was awarded a clean bill of health and sent on my way.


~


I never saw Dr. Urethra again. For all he knows, I went into therapy and was cured. I think this is very common—doctors never see or hear again from the patients they shame, and so there is no way to feel or see how damaging, and incorrect, their behavior is.


But the big problem was not Dr. Urethra in isolation.


He is forgiven, and we more or less wish him the best.


For any WOMI, the problem we face isn’t the one errant jerk of a doctor who happens to decide we need to have our head checked instead of receiving medical care. Jerky behavior isn’t optimal, surely, but we’re big girls. We can take it.


The real problem is how painfully common that exchange with Dr. Urethra turns out to be.


That exchange isn’t a one-off mistake.


That exchange, for people like me, is protocol.


Again and again and again (but not without a stop at the billing counter), doctor after doctor reached a hand inside of me, rooted around, caused me extraordinary, blinding pain—and if this produced any emotional response whatsoever, the entire appointment was washed away by a river of my own tears. If they couldn’t find a diagnosis, or a lump, or something tangible—and when I persisted in looking so confounded normal, except that I sometimes cried or looked unhappy—instead of saying, “Well, we don’t know, but let’s keep trying,” they all began to recommend psychiatric counseling.


Again. And again. And again.


(See: If These Vaginal Walls Could Talk.)


I’m not antitherapy or anti-antidepressant—I have adored certain therapists, and know many people who have been helped by antidepressants. And I’m not saying I wasn’t emotional or at times very sad. Of course I was—I had a hideous vaginal disease. But the notion that my sadness would drive me to misperceive or make up something so . . . elaborate (not to mention humiliating) (not to mention rectal) as a cry for help—well, this was quite a shock.


Mostly, it just didn’t stand to reason. Even if no one believed me about the aching and the itching and the pelvic pain—which, I get it, you can’t see on a scan or under the microscope—there was still hard evidence of something wrong. The fevers. The soccer-ball stomach. The swollen labia. The furry tongue.


It didn’t matter.


In the end, I caved, and even my parents got on board. With my consent, my father was the one to write me my first prescription for Paxil.


~


I have always thought the best subtitle for this book would be:


The Lady’s Handbook for Her Mysterious Illness: A Cautionary Tale.
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About a year into things, I grew a second self.


It was an exterior self that I would present to the world—someone who smiled and did fabulous things and did not have a fire poker in her vagina, bladder, intestines, and spinal cord. This second self is so, so very common with the Ladies. When no one can see or understand the disease, even in a basic way, things get complicated. She is afraid of being stigmatized, so she stops talking about it. She may take significant time off, change her eating habits, take naps—and sometimes this produces real, positive change. But usually she feels guilty for taking this time for her made-up disease, and comes back to the world with a zealous but not totally genuine zest for life—instantly burning out any energy she might have cultivated during her resting period.
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