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Prelude/Before
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Imagine that you were in pain and simultaneously hearing a piano being tuned in the next room. You say, “It’ll stop soon.” It surely makes quite a difference whether you mean the pain or the piano-tuning.


—Ludwig Wittgenstein, Philosophical Investigations


There was a painfully short before, and then the rest came after.


The first twelve years of my life, I lived in another body. Those twelve years before 1989 get smaller and smaller in the rearview mirror: They were once all I’d known, then the better half, now just a blip. Like matter itself, they will never entirely disappear.


In this “before,” I was going to be a pianist. I was not crazy to think so. By some magic of genetics and environment, the keys rose to meet my fingers and music came. And then, too soon, by some inverted miracle of genetics and environment, rheumatoid arthritis appeared. The keys still rose to meet my fingers, but my curling fingers recoiled. For too long, I tried to be arthritic and a pianist. For too long, I refused to believe that I could not be both. For decades, with swelling and crumbling hands, I groped at the piano, kneading, fearing that if I lost it, I would lose the only thing I liked about myself. Well into foolish adulthood, music swelled up inside me, infectious, a boil in need of lancing, and I kept one bruised and brutalized hand on the keyboard. With the other hand, I tried to fend off the disease—as precocious as my musical talent itself—that threatened to become the most notable thing about me.


These scenes are the notes that spell the chord of me; these are the pitches to which I’m tuned. Three notes: one, three, five. Place your hands on the white-topped keys of the piano—wrists up, loose, that’s good—and play them one by one: first thumb, then middle finger, then pinkie. One, three, five: Wellness, injury, illness. One, three, five. Do, mi, sol. 


In musical terms:


ONE (I): This is the tonic, the tonal center, home.


THREE (III): This is the mediant, halfway between the tonic and the dominant.


FIVE (V): This is the dominant, second in importance to the tonic.


One, three, five. Play each note alone, roll the notes like the strings of a harp, or smash your searing hand on them all at once, a virulent virtuoso:


(I)


This is home, the note to which it must all resolve. To be satisfactory, to feel finished, I must get back here.


It’s a swampy Maryland summer, 1985. It’s hot in my room. I can’t sleep. I have the window open. My dad is stingy with the air-conditioning, and my room is full of things that generate their own heat: green pile carpeting and hand-me-down stuffed animals and clothes spilling from closet doors and draped over chair backs. The scalloped edging on the pink-and-white gingham canopy of my bed flutters in the occasional breeze through the window, and the white bedposts gilded with chintzy gold bands sweat when a passing car spotlights them. I can hear the neighbor boy and his buddies in the driveway next door. They laugh and chuck something—beer cans?—skittering into the bed of a truck. I turn my pillow over. I kick the flimsy plaid bedspread to the floor. I flail and flop and the tips of my hair get stuck in the sweaty creases of my armpits. “When you have a house of your own,” my dad likes to say, “you can run the air-conditioning as much as you damn well please.” I am eight. A house of my own is a long way off. I’m going to be fever-hot forever. I extend my long, suntanned legs. Reflexively, I deploy the muscles I don’t yet know are called quads so that my knees effortlessly hyperextend, so the slick crease behind them presses into my bedsheet. Many years later, in a future I can’t imagine on this hot night, I will laboriously perform this same stretch twenty times in a row at the orders of a physical therapist. But tonight, I stretch my legs gloriously straight just once, a flash, and then I curl my feet up to my bottom like a potato bug. The tops of my feet, itchy with mosquito bites and spackled with calamine lotion, prick with sweat.


It is late. The black-and-white TV in my parents’ bedroom at the end of the hall, perched on my dad’s dresser next to his change and ChapStick, is still on, but it’s well past the eleven o’clock news now. Some late-night show is on. I can’t hear the jokes, but I can hear television antiphony: the call-and-response of setup, silence, punch line, laughter. My dad is snoring a low rumble. My mom is snoring in alto counterpoint on her side of the bed.


I get out of bed. There is no sound from the room Chris and Matthew share, or Erica’s room—how can they sleep in this heat?—so I go down the hall, to the bathroom. I drink cup after cup of tepid tap water from a waxy Dixie cup. I pull up my Strawberry Shortcake nightgown and sit on the closed toilet lid, letting the porcelain chill my thighs. I put my cheek on the marbled countertop. I think it would be nice to sleep in the bathtub. I consider it; it would be nothing to lower myself into the cool, blue porcelain and I know I would be able to haul myself up and out of the slick, hard tub like I do most nights, like I did just hours before. What stops me tonight is the knowledge that I would probably get in trouble. I don’t know why, exactly, but I know: we are a not family who sleeps in the bathtub.


Heat rises. Matthew has told me that. That’s why hot-air balloons work. So I descend. I walk sideways down the carpeted stairs, stepping as close to the wall as possible to avoid creaking. Chris taught me that. I support myself with one arm against the grass wallpaper. Not so very much later, I will find I have to walk up and down all stairways sideways to minimize the pain in the balls of my feet and because my knees will freeze, incapable of the fluid perpetual motion of leaving one step even as I reach for the next. But tonight, my body is not calling the shots. Tonight, my body is incidental.


The foyer is about one hundred square feet of brown linoleum, but already the heat has spread from the bottoms of my feet to the floor. I will have to move on to somewhere cooler. The family room is down another set of stairs, these carpeted in dull brown. The family room is full of hot textiles in late-seventies colors: wheaty macramé plant holders and itchy gold afghans and the brown tweed couch. I cannot stand the thought of any of it in this heat.


Outside, it is hot and humid; the moonlight is steamy. I roam. I turn left and go into the living room. I choose it because it is a cave; it doesn’t have windows. I sit on the piano bench. I put my feet over the brass pedals of the Wurlitzer upright. The pedals are cold, and they fit into the space between my foot and my toe. I open the fallboard. My piano books are stacked on top of the piano. I open a book to find the solo I played at my first competition, at Peabody Conservatory in Baltimore, in the spring: “Flamenco.” I won a first-place ribbon. On the page, above the title of the piece, are the twin “Excellent!” stickers Mrs. Feltman gave me: one when I learned the piece, and another when I memorized it for competition.


The piano smells of ammonia because our two cats, Shadow and Tinkerbelle, have taken to spraying the base of the piano, above the pedals, but I do not mind the smell. It is like other warm smells that are the by-product of work and creation: the sawdust in my dad’s basement workshop or the chemical stink of grass cuttings.


I put my fingers on the plastic keys. They are not cold. They are the same temperature as my body. I depress a key slowly so it will not make a sound. I will get in trouble if I wake anyone up. But now that I am here, I must play. I cannot stand it.


I push a key again, this time a little harder. I keep my left foot on the una corda, or soft pedal. This is my bargain. I will go back to sleep in my own hot room if I can play for a few minutes. I cannot go back to sleep if I do not hear the piano first.


I make a sound, and then I must hear another. I keep one foot on the soft pedal and another on the damper pedal, because I love the way it sounds when the notes are all mushed together like coins in a piggy bank.


I play chords as softly as I can, and then my eyes fall on a book of the greatest hits of the 1970s that I left out earlier in the afternoon. I will go back to bed, I promise myself and my dad—who is probably going to wake up at any second and come bounding down the stairs two at a time in his underpants, his red-brown chest hair a cherry tree across his thin chest, stage-whispering, “Judas Priest, what the hell is going on down here?”—if I can play “I Write the Songs” once. Just once. I promise.


I get through the song without turning on the piano lamp, using only the white-hot moonlight that is streaming into the living room through the foyer from the row of square windows above the front door. Then I use my thumb to riffle the thick book’s pages, and this creates a gust of dusty-cool wind on my face, so I do it again and again and then, mid-riffle, I spot “Bridge Over Troubled Water,” and I know I must play that one too before I go back to sleep. The song has a part at the end where my left hand is supposed to tromp, tromp, tromp big octaves all up and down the bottom half of the keyboard, and I haven’t been able to do it right yet—my hands are lean and strong and healthy but still too small—but now that I have spotted the song in the book in the half dark—doesn’t that mean I should try? Sotto voce, pianissimo, I promise. I reach up and turn on the piano light, which instantly makes me hotter and stickier.


But the heat makes the muscles in my fingers limber, and the sweat on the pads of my fingers makes them fleet. They move quickly over the tops of the keys, nearly slipping off. I try to stay quiet, but I am playing. Playing is not the same as practicing. I am very good at playing, less so at the slower, more deliberate act of practicing. Playing is a series of games and magical thinking; it is he-loves-me, he-loves-me-not; it is eeny-meeny-miney-mo: Can I play the first four measures perfectly with no mistakes? If so, I am allowed to go on to the next four. If I finish the song perfectly, I am allowed to go on to the next song. No, not allowed: I am required. I am compelled.


I wish it were the middle of the day, and I wish I were home alone, because if I were, I could pound the notes out as loud as I wanted, as many times as I wanted. I could add glissandos and trills wherever I wanted. I could press my foot down on the damper pedal and let all the notes run together into a beautiful watercolor mess.


Tomorrow, maybe, when my mom and dad are at work, maybe Erica will go to her job as a locker room attendant at the public pool, and maybe Chris will go with her, and Matthew will go on a long bike ride with his camera around his neck, and somehow I will resist the desperate little-sister need to tag along with one of them—even if it is just an hour—and maybe then I can play.


But tonight, sated, I return to my bedroom upstairs and I lie on my back on the floor because heat rises. I push the palms of my hands together and stretch my arms out in front of my face, and I wait to fall asleep and I urge time to accelerate and make me a grown-up with my own house and my own air conditioner and I command my hands to grow.


This is home. This is the tonic. Tonic: taken in doses, it restores you to health.


(III)


This is the third note of the scale, the second note sounded in the triad I am playing for you. If we are in B-flat major—and it feels like we are—the third note of the scale is D. We can modulate to this third note, D, and let it become its own home note of the related key of D minor. Where the key of B-flat is plump, round, and warm, the key of D minor is reedy, jaundiced, and empty. This is not a key to stay in; it is a stop on the way to somewhere else. It is a tense detour, leading somewhere—home, if you’re lucky.


It’s 1983. My brother Chris and I are playing in the backyard, climbing a hill that has been built to separate our yard from a new roadway. When they cut down the woods brimming with wild blackberries and rogue rhubarb and put in West Gude Drive, they left a thin strip of woods at the edge of the backyards on our street. Then they built a sound-barring hill—“a berm,” my dad said, and from then on it was the Berm—and cut little wedges out of it to accommodate the row of orphaned trees they’d left behind.


The wedges were made of crisscrossed chicken wire that held back large stones. This created a little space behind each tree, perfect for forts if you attached a tarp or a sheet to the tree above your head and then tied the other end to the heavy-gauge wire. The Berm was planted with baby trees and long grasses. In the winter, we made valiant attempts to sled the sad little hill. In the summer, we settled for scrambling up it in our bathing suits and shorts.


This late-summer afternoon, Chris and I are horsing around on the Berm with a boy from across the street. I fall and start to slide quickly down the hill on my belly. A piece of wire catches on my leg and cuts it open as I slide, inscribing a bloody gash about nine inches long on the outside of my left leg. I scream; we run across the yard and through the screen porch into the house.


My dad quickly sends the neighbor boy home and then starts grilling Chris: “What did you do to her?” Through hiccupping sobs, I can’t explain that Chris hasn’t done anything; it just happened—if anyone did it, I did it to myself—and anyway I am too distracted by the fact that my mom has swept me into her arms and plunked me on the kitchen counter next to the sink. I am sitting on the counter! We are not a counter-sitting kind of a family. She cleans it up (“It’s not as bad as it looks,” she says) and bandages it.


When I cut my leg on the Berm, I don’t even go to the hospital—we aren’t much of an emergency-room family, either—but when the pediatrician looks at it days later, he christens my bumpy scar keloids and says we can talk about plastic surgery when I am older, which sounds ridiculous even to me, even then.


But that’s it for good, old-fashioned scars I earned for myself, outdoors, through feats of athleticism or stupidity or derring-do.


Injury and illness are not the same, and—before—I was as sick as frequently and as routinely as any kid. No more, no less. There were no signs, no foreshadowing, no hints of the modulation to come. Or were there? Were the ordinary childhood illnesses—those errant, rumbling fevers—foreshadowing a lifetime of sickness?


On Tuesday, January 28, 1986, I was home alone, sick, from school. I was almost nine. I don’t remember feeling sick. It must have been no more than a routine January cold. The only sensations I recall of that January day are the nubby tweed of the couch; my bare feet in the cool crevasse between the cushions; the dusty, wooly warmth of a pile of afghans; a purring old black cat on my belly. I think I’d been in school the previous day, and I know for sure I went back to school the next day.


Because that Tuesday was the day the Challenger exploded upon takeoff and I watched it fall apart. It wasn’t live: we didn’t have CNN or any other cable channel. But the broadcast stations ran taped coverage of the disaster over and over again all day. I watched as much as I could; I wondered if I should call one of my parents at work, and then I decided to get off the couch and go to the piano, where, for the most part, I played chromatic scales to organize my mind: orderly inching up the keyboard, every note in turn—white, black, white, black, white, white, black, white, black, white, black, white, white—easy on the way up but trickier on the way down.


I went back to school on Wednesday. Ms. Kalo talked to us about the shuttle disaster, and someone from the school’s front office told us they were available to listen if we wanted to talk more, and we ordered special packets from NASA that had stickers, which came a few weeks later.


But I always felt separate from my classmates, because they’d seen it together—live—and I’d seen it alone, a beat later.


And when it came up in conversation, in dorms and bars ten, twenty, twenty-five years later, I felt separate from my peers, who reminisced about television carts being wheeled into the classroom, still a novelty in 1986.


When I think about how, just three years after that cold Tuesday—perhaps it was beginning even then?—my body began its self-defeating process of inflammation and degeneration, I think of the Challenger.


A few precious seconds after takeoff, a few measly years after birth—it’s never too soon for things to fall apart.


A vessel can betray its contents.


(V)


This is the fifth of the chord I am building, its relation to the home note known as the dominant. Dominant:


I am fourteen; it has been two years since my diagnosis of rheumatoid arthritis. The cut on the outside of my leg from where I fell on the Berm has nearly faded, retreated into my skin. It has not turned out to be the disfigurement the pediatrician was worried about. It is not the wrongest thing about my body.


I’m home sick, again, from school, but I will not spend the day at the Wurlitzer. I know I am truly, differently sick, because even though I am older, I am not home alone. My dad is downstairs, having taken time off work. He is probably in the kitchen, standing at the sink, eating a piece of toast over his upturned hand. I’m in the upstairs bathroom, trying to get into my bathing suit. I can’t do it. The elastic is too restrictive, and every contortion, every manipulation I have to make to wriggle the tight-but-not-extraordinarily-tight one-piece over my hips causes a riot of pain in my arms and elbows and back and neck and hands. Even trying to grip the blue Lycra hurts. My hands are too weak to hold on and pull.


I want to get into my bathing suit so I can go soak in the hot tub. I want to soak in the hot tub because I want to be surrounded by something hotter than my own skin, because I want to boil off the stiffness and pain that greeted me when I awoke this morning. Water is the kindest atmosphere; in water, less is asked of me. Water buoys my joints. In water I can almost forget the horrible, heavy fact of lugging a body around. I get the bathing suit up to my belly button. My arms are through the armholes, but the armholes are down by my waist, so my arms are strapped to my side and I’m in a straitjacket. I’m stuck. I can’t get the bathing suit up or down. I will be like this forever.


The girl in the mirror has ragamuffin hair stuck to her face because her face is wet with tears and sweat and fever, and I see her bare shoulders and brand-new, inadequate breasts and her hunched form and I am disgusted. I think, No one will ever want you.


I don’t know how I got out of the bathing suit, whether it went up or down, or if I ever got into the hot tub that day. In the more than twenty-five years since I received a diagnosis of rheumatoid arthritis at twelve, this point—in my disease’s infancy—is among my lowest. I am ashamed of it. Not because of my helplessness—after all, a kid can get stuck in a bathing suit and it can be a funny story—or because of what it reveals about my body or how sick I really was. I am ashamed of what I thought. What I said, even silently, to a helpless, hurting kid, even if that kid was me.


I am ashamed that this moment, this raw note, is not truly discordant, that it suggests a key to which I could easily modulate, a key I was, and am always, in danger of living in.



Sonata



Movement I


ALLEGRO GIOCOSO/QUICK, LIVELY; JOYFUL


[image: img]


I wouldn’t say of the movement of my arm . . . that it comes when it comes, and so on. . . . I don’t need to wait for my arm to rise—I can raise it. 


—Ludwig Wittgenstein,
 Philosophical Investigations




Chapter 1


The day that I began modulating from the key of wellness to the key of illness was May 25, 1989. This is the day I received my official diagnosis of rheumatoid arthritis, though the first diagnosis would be broad, unspecific, and ultimately inadequate. Rheumatoid arthritis is notoriously difficult to diagnose, and my case was no different. “This is a diagnosis of exclusion,” the rheumatologist wrote in the follow-up she sent to my pediatrician that day.


I know details like these, and I can trace my disease’s debut in my life, thanks to an astoundingly comprehensive set of notes taken by my mother, a notetaker by nature and a nurse by training. The late-winter and early-spring months of my sixth-grade year were marked by a crescendo of pain and swelling in various joints, each with a plausible explanation. Right thumb hurts: jammed it playing basketball at recess? Left shoulder hurts: delayed-onset muscular soreness after basketball practice? A visit to the family pediatrician on April 25, 1989, yielded this in my mom’s notebook: probably myalgia that will resolve (growing pains?).


Throughout the winter and spring, as I turned from eleven to twelve and waited impatiently to turn into a teenager, my body screamed and hushed. Symptoms flared and then quieted. My thumb swelled and then it unswelled. My shoulder hurt and then it stopped hurting. I was not worried, until the morning of May 22, 1989, a Monday. On that morning, I see now, my body had already modulated from before to after: the days of ignorable, passing symptoms were gone, and I had awoken to my new life—though for months or years, I would display eroding rubber resilience, an uncanny ability to forgive and forget when it came to my body and its stunts, including this one.


On that Monday morning, I jumped down from the top bunk and found that I could not put weight on my feet. I fell. My dad was downstairs and my mom was at work, but I pulled myself up to my knees by the posts of the bunk beds so I could reach the white phone attached to the wall—the phone Erica had received as a sixteenth birthday present and then left behind when she’d gone off to Rutgers to major in philosophy—to call my mom. “I can’t stand up,” I told her.


It is difficult to remember exactly how I felt in this moment. If I was panicked, I am sure my panic subsided when I heard my mother on the phone. I was afraid—why were my legs suddenly traitors?—but faithful: there was an explanation, and my mother would know what it was.


“Stay home,” she told me. “Put Dad on.”


Is it significant that I didn’t have to persuade her of the seriousness of my predicament? That she didn’t suspect that I was conniving to stay home alone so I could eat chocolate chip cookies and watch I Love Lucy reruns and play the piano all day? That she didn’t tell me to stop dawdling, get dressed, get a move on, get to school, stop with the hysterics? Had the come-and-go episodes made her more worried than she’d let on?


I pulled myself back into bed in my absent sister’s always-empty, always-made lower bunk, and I stayed there until my mom got home from her night shift. By then my dad had gone to work, his government-issued CIA ID tucked in the breast pocket of his blue short-sleeve dress shirt. I don’t know if he waited until my mom got there or if he left me there, alone. It doesn’t matter. If the house was empty, all my own, I did not take advantage of it. I did not take cereal down to the family room (forbidden) or binge on Chopin intermezzos at the piano. I went back to hot, sticky-faced, teary sleep and waited for my mom.


My mom’s notebooks, the first pages of which record that very morning, depict the intersection of mother and nurse. Over the course of hundreds of pages, the nurse in her allows this professional shorthand to come naturally: Hx = history. Rx = prescription. Dx = diagnosis. Tx = treatment. C/O = complain(s) of. R/O = rules out. But only a mother could write Still walking down stairs sideways or 8/21 danced the Charleston. Only a mother would bother to switch to red ink to record Andrea announced a pain-free day!


On that Monday, my mom wrote this:


[image: img] pain in multiple sites: R. shoulder (upper arm), L. wrist, neck, hip?, foot, toes. 


Temp 99.2 at 7:30 (crying, however), 99 at 1 P.M. 


Tylenol × 3 to relieve pain. (Called Mom in tears in A.M.)


*swelling noted in L. wrist (heat, Ø redness). 


Pain began to  [image: img] A.M. of 5/23,  remaining only in wrist and fingers. (esp. 4th finger of L. hand). 


[image: img] pain after extensive playing in piano recital (out of school most of week). 


I can picture her at the table that day in May, home early and still in her work clothes with her own government-issued NIH ID around her neck, a cup of black coffee or a bowl of cantaloupe in front of her, a cat buttering her calves under the table, her yellow pad cocked at an angle to accommodate the writing posture of a natural leftie forced as a child to learn to write right-handed. At the table, she decided: she’d had enough. She called a local rheumatologist’s office and found out that the earliest appointment was two months off. Because she was my mother, she knew my pain was real. And because she was a nurse—a nurse who had, fortuitously, encountered a kid with rheumatoid arthritis in the course of her nursing training, just once—she knew kids could get arthritis. For both reasons, she knew two months would be excruciating for us both. So she made an appointment for later that week at the pediatric rheumatology clinic at Children’s National Medical Center in Washington, DC.


But over the three days between that Monday morning and our appointment at Children’s, I’d recovered—my body had gotten its act somewhat together, and I had forgiven it its trespasses. I was, as I would tell this and many doctors, “fine.” Fine.


On the day we went to our appointment at the rheumatology clinic at Children’s—it was Thursday of that same week—I was not scared or nervous. I wasn’t even curious. Up to that point, doctors’ appointments had been a kind of holiday, notable more for what they excused me from than what happened at them. A doctor’s appointment in the middle of the school day could mean a deferred math quiz or a rare trip to a drive-through. I liked doctors, I liked meeting new people, and I really liked talking about myself, and I’m sure that’s what I expected to get out of our visit to the specialist in the big hospital in the city. I didn’t even pay attention to the very significant fact that my mother had requested that my dad take the day off work and come with us, and he had.


My mother knew what diagnosis we were there to collect. “I didn’t want to be right,” she tells me now, sadly. “I really, really hoped that they would tell me I was wrong.” My mom is rarely—and never when it comes to medicine or her children—wrong.


We parked in the garage beneath the hospital and rode long escalators up from the dark, exhaust-scented garage into the bright lobby. There were colorful murals on the walls and play equipment at the center of an antiseptic-smelling atrium, and I knew that very sick and dying kids—like the angelic bald kind I’d seen on a PBS special about St. Jude—were treated here. I hoped to spot one and dreaded meeting one. Terror and thrill: it was a safari.


The doctor I met that day, the impossibly named Patience White, was a kind, no-frills woman with a round, young face and thick salt-and-pepper hair always swept up into a tortoise clip. She gave me the kind of attention I loved, commenting on my shoes or the ballpoint doodles on my jeans, calling me by the epithets I loved so much when they came from my dad: I was “a character.” I was “something else.”


I must have been at least a little convincing, but not alarming, on that first visit, because Dr. White sent me on my way with a prescription for a nonsteroidal anti-inflammatory drug; ordered X-rays of my wrists and fingers to check for erosions or deformities in my bones and joints; and ordered blood tests intended to rule out infections, Lyme disease, and lupus. She told my mom to get me an over-the-counter wrist brace; she instructed me to sit out from running and soccer and basketball if I was sore. As for an official diagnosis, that would have to wait until the results of the blood tests and X-rays came back.


You can’t always identify a day of consequence when you’re living it, and it didn’t feel at all like the big deal it’s turned out to be.


No one told me not to play the piano.


The next week, on May 30, Dr. White and her associate dictated a measured, jargony letter to my pediatrician, blandly reciting their findings upon my appearance in their clinic.


If you have ever read your own medical records or any other document written about you that you aren’t supposed to see, like parent-teacher conference notes, you know how disconcerting it is to find that you are not you-the-person but a set of pronouns. Especially disconcerting to me now are the standard medical syntax and punctuation: She denies any abdominal pain, diarrhea, or dysphasia. “Denies,” as if I might be lying. Why not She reports no diarrhea? Because to doctors, there is always the possibility that I might be covering for my body. I can’t be trusted to report on my body. What do I know? After all, I just live here.


In medical-speak, the patient is an ignorant denizen, an unsophisticated owner-operator whose words must be stripped away so doctors and nurses can get down to the business of treating the real thing: the body. Medical professionals are always aware that what a patient reports—even with detail, passion, authority, or intelligence, even if (particularly if) you borrow their words to tell them about it—might be baloney. On May 22, the letter says, I developed “unbearable” pain in the right shoulder. I know that the quotes are there to indicate that I used exactly this phrase, but they introduce an offensive tone of skepticism, as if pain exists separate from how I perceive it, as if doctors could get rid of this complicating, complicated, mouthy, full-of-feelings me, exculpate the pain with their shiny tools, lay it on one of those napkins like on the dentist’s tray and coo, “There. See? It wasn’t ‘unbearable.’ We classify this as a low-to-moderate, and definitely bearable, pain.” I was allowed to describe some pain in the hips without the doubt-casting quotes—by their logic, shouldn’t “pain” always be in quotes, even if unqualified? The pain is unbearable if I say it is. I am its bearer, and I say “un.”


And words aren’t really adequate for expressing pain, anyway. “How are you feeling?” doctors ask. “What does arthritis feel like?” people ask. My only choices are to liken my pain to something the questioner has experienced: a stubbed toe, a broken heart. To talk about my pain, I have to make it like something you know, so the language of pain is inherently figurative. Richard Selzer, a physician, writes that the only full expression of pain is in nonverbal cries, moans, gasps, and sobs. “Giuseppe Verdi knew that,” writes Selzer, “and made his librettist write lines full of easily singable vowels and diphthongs. It is the sung vowel that carries to the last row of La Scala.”


Dr. Selzer turned to writing at fifty-eight, after he began to lose the dexterity required of a surgeon to, as he once put it, “open a person’s body and rummage around with your hands.” Though he was by profession a surgeon and not a musician himself, it was his second career as a writer that strikes me as nearly the perfect product of his parents, a physician and a singer.


Pain makes a special kind of sense to a musician: When you are in the hospital, doctors will ask you to locate your pain on a scale.


And when you are in emotional pain, people will tell you to “Let it out.” They will invite you to open wide your jaws, as Selzer writes, and let the “noise be carried away from the body on a cloud of warm, humid air that had been within the lungs.” Of course, your jaw is a joint and therefore arthritis can make even the widely opened jaws impossible, so your cries of pain—if you make them—are muted, trapped inside the resonating chamber of your mouth or chest, reverberating against the sick tissue itself.


When the lab results from my initial visit came back on June 2, my blood count was normal (no increase in white blood cells, which would indicate infection), and the Lyme disease assay was negative. My antinuclear antibody (ANA) test was slightly elevated but, my mother was reassured, would be much higher if I had lupus. The X-rays that had been taken on that first visit to the hospital in May suggested some bone mineral loss, but not bone erosions that would be more in keeping with rheumatoid arthritis.


And so the diagnosis of exclusion they settled on, “seronegative” arthritis, they chose because they weren’t worried enough to order the blood test for the “rheumatoid factor.” Decisive-sounding name aside, even that test isn’t perfect; there is no lab test that conclusively proves rheumatoid arthritis.


Seronegative arthritis, or arthritis with a blood test showing a negative “rheumatoid factor,” can still mean arthritis. Pain is pain, even if unchristened. A rose by any other name, you know. But seronegative rheumatoid arthritis means permission to hope that the pain will be moderate, the disease less crippling.


6/5 white bumps on finger joints


6/6 swollen glands, coated tongue


6/8 dry patches on skin on chest


6/11 right elbow swollen


6/12 both hips


All summer, my mother scratched out accidental poetry, tracking the development of my blooming symptoms in her notebooks. By the time we went to a follow-up appointment at the hospital’s satellite clinic in July, the picture had worsened: nearly every day a new joint was implicated. My mom noticed, and wrote down, that I was walking down stairs sideways. We added Tylenol to my diet of nonsteroidal anti-inflammatories.


On that visit, blood was taken to test my rheumatoid factor. I know from my mom’s notes that it cost my parents $52.05 to find out that I was positive. Dr. White underlined the rheumatoid factor results twice and wrote, Due to her + rheumatoid factor she needs to be watched closely and may need earlier, more aggressive treatment.


The date on that letter is mistyped as July 12, 1898. But in truth, it does feel like more than a hundred years ago.


Nevertheless, on July 18, 1989, my mom wrote but still could go away.


And so I began to see a lot more doctors, and the novelty of doctor’s-visit-as-field-trip began to wear off. But I always loved seeing Dr. White. She’d ask me how I was, and I’d chirp, “Fine, thanks. You?” And she’d turn to my mom, jerking her thumb at me, eyes big, and say, “How about this one, huh? Always with the ‘Fine, thanks.’ She is something else.”


And then she’d turn back to me, friendly but serious, and place her warm, soft hands on my poisoned, bony knees, and say, “OK. Tell me what’s going on.”


My mom, tentatively at first, testing the waters, not wanting to take even this from me when so much was being taken from me already—she of course knew what I could not, which is that so much more would be taken from me—would answer for me: her ankles have been hurting; her wrist is swollen; she says she has a stomachache. My answer was always “I’m fine,” and it was rarely the right answer. Dr. White wanted to know what new joints were hurting, was I taking my medicine, was I having side effects, had I lost any significant range of motion, what did the last blood workup say, was I anemic? But these were not the things I wanted to talk about. Those were boring things; those things had nothing in the world to do with me, fabulous me.


The episodes that had gotten us to Children’s National Medical Center—the episodes of acute pain in my fingers, feet, and knees, pain that would attack suddenly and then decay—had seemed tentative, as if arthritis was testing me out to see if I’d let it set up camp in my body. When we’d gone and named it—favoring that diagnosis of exclusion, “a diagnosis of seronegative arthritis”—we gave it a foothold; we told it to stay.


If doctors really want to know what’s going on with your disease, they shouldn’t ask, “How are you?” First of all, the only socially acceptable answer to “How are you?” is “Fine, thanks. You?” No one who asks you how you are—except, maybe, your doctor—wants to hear “I’m in pain all the time.” And, unfortunately for those doctors, we’re all well trained very early on. It’s a kindergarten skill, and one that’s particularly well taught by good Midwestern Lutherans to their progeny: memorize your address and your phone number, mind your p’s and q’s, learn your “Howdy do” and “Fine, thank you.” Don’t bother other people with your pain. They’ve got their own. Bodies and their failings are not topics for polite conversation.


“I’m fine,” I said to Dr. White, every time. I was grasping for a distinction between my self and my disease, a distinction I couldn’t have articulated then. How am I? I am happy, busy, scooping up ribbons and trophies and certificates at every piano competition I enter, worried about algebra, crushing on Jordan Katon, afraid of the Catholic girls from Holy Cross who pick on me at the public pool, starting a Gulf War protest at school. How’s my arthritis? Oh, well, that’s different. That sucks. My ankles are throbbing and swollen and Naprosyn makes my stomach hurt.


Of course there is some overlap: How am I? Well, I’m pissed that my BFF told everyone that my arthritis was contagious because now Jordan will never French-kiss me ever.


These visits gave me my first, rudimentary understanding of what was going on—and what continues to go on—in my arthritic body, the cheery pamphlet-script I read from even now when people ask me why I have arthritis (and, hey, was it from all the piano playing I did? Did I crack my knuckles? As if that could possibly explain the scars on my hands, shoulder, hip, and knees).


The truth is that my body is a liar. It has received bad intel. For some mysterious reason, something in my body has told my immune system to fight. It senses (erroneously) a foreign and threatening presence in my body, and it attacks. The attacks are played out most obviously in my joints, but more subtly in my muscles, tendons, and bones. The joints themselves become craggy and the bones decalcified. Casualties in this messy war. The slick, lubricating substance between the bones, the synovium of the joint space, leaks all over the damn place, weakening tendons, ligaments, and other soft tissues. Compounding casualties. The spaces between my opposing bones (the joint spaces), what should be roomy gray-white gaps on an X-ray, eclipse. They close up and eventually disappear as the misshapen, knobby, feathered white edges of the bones come together. Bone on bone. And that hurts—sometimes like a stubbed toe, sometimes like heartbreak.


Here is the pamphlet that doesn’t exist, the one I’d be happy to write: Rheumatoid arthritis is a disease that cries wolf. Given an inch, it takes a mile. This is how you lose several degrees of extension in a joint: One day, your (choose one) elbow / knee / hip / fourth finger hurts. Your body says, That hurts. Protect me. So you let that joint off the hook for the day; you find a different way to carry your backpack or you don’t practice piano that night or you say, “No, no, I wanted to spend the whole birthday party at the bowling alley playing Ms. Pac-Man” because playing Ms. Pac-Man allowed you to sit on a stool for hours. Maybe you try an ice pack, if you’ve gotten wise to the fact that inflammation is the real problem, not the pain that comes with it.


If you’re lucky, after a day or two the swelling goes down and you can play piano again, you can reach your feet to pull on a sock again. If you’re not lucky, the next day is worse and you wear slip-on sandals and turn your eyeglass case into a maraca rattling with ibuprofen. You don’t move the joint because you can’t move the joint. Eventually, you stop trying, because it hurts. Your “great attitude” helps you find a way around it, a way to type with nine fingers. Or six. Or two thumbs and three fingers, as I am doing now. And after a while, I don’t know how long it takes, you can’t move it. There’s the rub. You didn’t move the joint because you couldn’t move the joint, but now you can’t move the joint because you didn’t move the joint.


And yet, the problem isn’t really in the joints at all. Rheumatoid arthritis is an autoimmune disease and therefore has more in common, both progression and treatment-wise, with multiple sclerosis than with your grandma’s achy gardening hands. The glucosamine supplements peddled for osteoarthritis probably won’t help rheumatoid arthritis very much. Bee-venom therapy—which originated centuries ago and is still used in Eastern and “alternative” therapies for forms of arthritis—might.


Thorough Internet research will uncover a loud body of unscientific devotees and a quiet body of peer-reviewed scientists who argue that bee-venom might work, and that it might work by inhibiting the production of an inflammation-producing chemical called tumor-necrosis factor, or TNF. This makes some sense: the most current “biologic” medications for rheumatoid arthritis, such as Remicade, Enbrel, Humira, and Simponi, also work by inhibiting the production of TNF. Nevertheless, bee-venom therapy for RA is, in the West, not a widely accepted treatment. I have been on almost every TNF inhibitor, though. They work incredibly well, until they don’t. The last one of these I have taken is Simponi, which abruptly stopped working. I have one last dose of it still in my refrigerator, which I refuse to throw out because it’s my “unfinished Simponi.”


The loveliness of being aided by something that most people avoid—bee stings—has its appeal. Though my experience of Western medicine suggests bee-venom treatment has never truly been accepted (in almost thirty years of visits to rheumatologists, not one has mentioned it), there have been accepted treatments for RA that are similarly fascinating. For many years, and at the time I was diagnosed in 1989, a leading treatment for RA was gold. Gold therapy was, and is, available in both injected and oral forms. At least one doctor suggested it for me in those early days of the disease.


However, having heard (probably from a pamphlet or in a waiting room) that the shots were extraordinarily painful, I dug in my heels and refused gold treatment. I was unwilling to admit that I was afraid of painful shots, so I rolled my eyes and insisted that the treatment seemed “primitive” to me. And my refusal was accepted. During the heyday of gold treatment for RA—essentially the 1960s through the 1990s, when TNF inhibitors took the stage—the treatment was thought to both alleviate symptoms and slow disease progression, if started early enough in the disease process. If I ever regretted my decision not to take gold way back then, I no longer did when a leading rheumatologist told me that the treatment had more side effects than benefits.


Treating RA means modifying, subduing, or overriding malfunctioning parts of the immune system. Treating its symptoms means ice packs and ibuprofen. These are two different, but simultaneous, wars. They are Iraq and Afghanistan. But people get those confused, too.


At the time that I received my diagnosis (“This was before the Internet, kids!”), my principal sources for information about rheumatoid arthritis were my doctors and the endless pamphlets they provided. Immediately after receiving my diagnosis, I checked in both our Encyclopedia Britannica and World Book Encyclopedia volumes, but I found nothing new or helpful. My mother had an impressive selection of medical books within my reach. One, a red volume called Symptoms, had provided hours of fear-based entertainment and schadenfreude for Chris and me as we lay on our bellies on the brown carpet, flipping the pages and diagnosing ourselves and each other. But whereas the pamphlets, with their cartoonish covers and conversational Q and A formats, were reassuringly upbeat, the medical books were frightening, favoring black-and-white photographs of gnarled, bumpy hands.


Eventually, of course, the Internet was born, and in a fraction of a second, Google can provide thousands of perfectly terrifying image results for “arthritic hands” or 8,790 chipper Web results for “how to beat arthritis” (though most refer to osteoarthritis, not rheumatoid arthritis, and suggestions include “eat your fruits and veggies”).


I’ve had my fill of the Internet’s arthritis specialties, horror-show pictures, and ignorant “just eat a banana every day and then rub the peel on your knees” advice. But the Internet has been able to provide fascinating perspectives on the much-debated history and treatment of this disease. Tantalizing mysteries abound: Why does RA affect about three times as many women as men? And why does it seem to go into remission in about 75 percent of pregnant women and then, in most cases, flare with a vengeance after delivery? The disease affects men, but it (as do most autoimmune diseases) appears to have a special relationship with women.


One author of a book about women and autoimmune disease that I read argues that this is the case because women’s immune systems are simply more complex than men’s—after all, a woman’s immune system is designed so that she can carry around a thing that is 50 percent foreign genetic material and not reject it. Scientifically, the childbearing design of a woman’s body probably does play a big role in autoimmunity, but that author’s rhapsodic awe of the complexity of a woman’s body, in the context of discussing devastating autoimmune diseases, feels a bit like the boy who once told me, “You need to have arthritis, or else you’d be, like, too much.” We women need to be taken down a peg.


There is much discussion, but there is little consensus. Even the basics—what rheumatoid arthritis is, what causes it, how long it’s been around, who gets it and why—are the topics of much debate.


For example, when I was diagnosed with arthritis in 1989—and until very recently, actually—I assumed that rheumatoid arthritis had always been around. In world studies class in seventh grade, I wondered if eugenicists would, or did, sterilize women with the mangled joints of RA. In Sunday school, even as my congenital faith waned, I wondered if Jesus cured anybody of RA among all those lepers.


Although there’s evidence (some four-thousand-year-old rheumatoid-looking bones in Tennessee, for example) that Native Americans get it bad and always have—incidence and severity of RA in the Native American population is still strikingly elevated—the age of the disease is just one of the many mysteries that cloud the boggy history of rheumatoid arthritis.


Doctors and historians have combed European history looking for conclusive ancient, or even really old, evidence of rheumatoid arthritis and have found no definitive portrayals. None in the Bible; none in Shakespeare. There are a few suspicious hands in a few Flemish paintings, and an emperor—Constantine IX—who probably had something like it. And there is a female mummy named “Braids Lady,” dead since the sixteenth century but excavated from beneath an Italian church in the 1990s, who seems to have the signs—both skeletal and genetic—of rheumatoid arthritis, lending credence to the theory that RA is an Old World ailment.


In high school, a sneakily kind art teacher mentioned to me that there was a theory that the sixteen-year-old girl who stood for Botticelli’s Birth of Venus, Simonetta Vespucci, displayed the classic symptoms of the disease, like the twisted pinkie on her right hand, her swollen wrist, and a “sausage finger” on her left hand. This teacher was probably inspired by a Washington Post article from 1990 that featured the observations of Jan Dequeker, a Catholic University rheumatologist, writer, and art buff who had taken up a magnifying glass to pin down evidence of pre-nineteenth-century rheumatoid arthritis.


Almost ten years after Dequeker’s article was published in the Post, art historian James Elkins sniffed in Pictures of the Body: Pain and Metamorphosis that Dequeker’s diagnosis of Vespucci was “cold” and that it reduced her to a specimen, “an illustration of a kind of arthritis.” I am not sure why Elkins seems to think Vespucci is reduced by the suggestion of her arthritis, or why to him the mere suggestion that the real woman who posed for the painting may have been in excruciating pain to do so threatens to overshadow “the original context and intentions of this painting.” Then again, I have plenty of experience myself of being reduced to a specimen by virtue of my arthritis.


I would like both Dequeker and Elkins to know what it meant to me, an arthritic girl, to think that one of the world’s most adored figures shared my plight. How comforted I was, upon learning of Dequeker’s theory, to scrutinize the painting, convincing myself I could see my fingers in hers, how desperately grateful. Venus is still my patron saint of rheumatism, even though I’m not Catholic, and even though the theory has never been thoroughly confirmed or even widely accepted.
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