

[image: image]




The


Beginning


of


Everything


[image: images]


Andrea J. Buchanan


[image: images]




To Emi and Quinn




Introduction


I lost my mind on the way to brunch one particularly bitter Sunday in March of 2015. It is a moment I return to over and over again: the wind biting at my face, my body sweaty with fever, my throat fiery with virus as I crossed the street, inhaled that March wind, and choked on it.


There was a lot I was choking on that day. Sending my kids off for the weekend with their father, even though my younger one had woken up with a 103-degree fever, her face pink, curls filigreed to her cheeks and forehead. The dread of my own fever aching through me as I began sinking into sickness myself. The knot in my stomach of my divorce, the fighting and lawyering, a seemingly endless battle. The guilt of failing, as a partner, as a mother.


And so I coughed as the wind sucked itself into me, lodging itself in my throat. I doubled over in the midst of the intersection, unable to escape the chokehold of the vicious tickle I couldn’t displace. At the time, my worry was that I would vomit on the street due to the cough’s intensity, and I remember feeling relieved when I was finally able to breathe again, to drink some water, to talk without my throat seizing up. I thought it was over.


I couldn’t have been more wrong.


Because when I stood hunched over in the wind in the middle of the street, I also stood in the middle of a perfect confluence of events. Because when I coughed and coughed the wind out of my throat that day, when I choked on everything that was choking me that day, I also, somehow, ripped a small tear in my dura mater, the tough membrane covering my brain and spinal cord. But I didn’t know that yet. Instead, I crossed the street, wiped away the tears running down my face from the wind, walked to the restaurant with my friend and drank water and shivered through my fever and ate French toast, all completely unaware that at that moment, my cerebrospinal fluid was already beginning to leak out of the tiny, jagged tear somewhere along my thoracic spine.


What followed was nine months of intractable pain and the inability to be upright for more than minutes at a time. A constant ache at the back of my head as my brain, no longer cushioned by a healthy waterbed of fluid, sank to the bottom of my skull. A confusion of neurological symptoms, of brain fog and cognitive impairment to the point where I couldn’t think, couldn’t write, couldn’t follow instructions or watch television or hold conversations or make sense of even the most basic concepts. At a time in my life when I needed to be as independent and autonomous and clear-thinking as possible—in the midst of a divorce after twenty years of marriage, with two teenaged children to shepherd through the upheaval of their lives and everything they’d come to depend on—I was trapped by my brain, stuck in bed, unable to do anything more than lie flat and stare at the ceiling and hope for sleep to edge out the pain that had become the defining characteristic of my consciousness.


My diagnosis of spontaneous intracranial hypotension confounded the doctors I saw, none of whom could agree on where, precisely, this “brain leak,” as one of them had called it, might be located, or how to cure it. I floated through the fog from one specialist to another, enduring skepticism and condescension and strange, barbaric-seeming procedures, before finally arriving in North Carolina, at Duke University, where a team of neuroradiologists immediately recognized my constellation of symptoms and set about fixing me.


As I began the long, slow process of recovery, and as my brain slowly began to return to me, finally cushioned by enough cerebrospinal fluid to float the way it should, all those cramped and squashed nerves stretching back to their previous form, I had a lot of time to think about what had happened. While it was happening, of course, I had only fleeting moments of lucidity: My world, during the leak, was pain, fog, uncertainty, frustration; but I couldn’t think much deeper than that. As I began to heal, I realized that my brain’s inability to function at any level other than the most basic had, ironically, helped me keep going during that time, as the existential terror of it all only began to fully sink in once I was able to think again.


I kept trying to find ways to understand it, to go back in time and prevent it, to give it a narrative that made sense. All the stories I told myself were bound up in blame, in guilt, in personal culpability. Even though I recognized how powerless I was to control any of it—the tear in my dura, the regulation of my CSF fluid, the sinking of my brain—in the foggy chain of events I invented to explain myself, the only thing that made sense was some deficiency on my part, some simple thing I could have done, or not done, if only I’d been better, smarter, somehow more deserving. For surely I must have deserved this, it couldn’t be a mere accident that this accident happened now, in the midst of my ripping apart my family for something as insignificant and self-indulgent as my own happiness.


And yet even my still-foggy brain, desperate for puzzle pieces that soothingly, predictably fit together, was aware of the fundamental self-indulgence of that narrative, and the ultimate futility of trying to trace back the source. What good would it do to understand the precise nature of the moment my body tore in some mysterious spot? Would it make me tougher once I realized the fragility of my own choices? Even if I could pinpoint the inciting incident, could absolving myself of the guilt knit up the frayed edges of my dura mater, fix me, heal me, make me a good mother?


These thoughts were largely too large to grapple with in my still-foggy state. In hopeless moments of clarity, they would float to the surface, along with worries about how I would work if I never fully recovered, how I would survive making dinner for the kids that night, how I would live the rest of my life if it was going to be like this forever, and I would promptly fall asleep, the pain in my head a flat constant warning buzz, my brain too overwhelmed to think about itself any longer.


But as my brain continued to heal, and as I began to find myself less trapped in my bed and more a commuter between the two worlds of the sick and the well, I found myself drawn to stories. True stories about science’s search for understanding of the brain’s capacity to heal itself; stories of early, technology-deprived adventurers pushing the brain to its limits in the thin air of Everest; the modern spiritual folktales of “mind over matter,” “thinking positive,” and “brain training”; the ancient tropes of fairy tales, making meaning out of suffering, solitude, and transformation. I wanted to know: Where was “I” when I wasn’t there? Who was I when I wasn’t “myself”? And who was I when I couldn’t think? The more I recovered, the more I was able to contemplate these questions, and eventually—gradually, slowly—I began to trust that it was, if not exactly safe to start depending on my brain again, important to reconnect myself to the world as surely as the pathways in my brain reconnected themselves. To get on with the ongoing business of living, which had never waited for me to catch up to it. To stop dreading the seemingly inevitable return of the pain and fog, the clouding of my brain no medical professional could assure me with 100 percent certainty would never happen again. I found myself instead on the other side of the divide: divorced, instead of divorcing; healing, while being mindful of the time I spent unwell. The questions of self and agency and autonomy still haunt me, even as now I have begun to move through the world again and take everything for granted. But I have come to understand that, whether or not the leak returns, whether or not the me that is me is truly the me I understand it to be—this is who I am. A woman standing, leaning into the wind, just like that cold day in March, in the midst of my life, in the middle of an intersection of body and mind and circumstance and history, and maybe even fate.




PART ONE


The Fog
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Spontaneous intracranial hypotension is an uncommon but not rare cause of new onset daily persistent headaches. A delay in diagnosis is the norm. Women are affected more commonly than men and most are in the fifth or sixth decade of life. The underlying cause is a spontaneous spinal cerebrospinal fluid (CSF) leak. Typically the headache is orthostatic in nature but other headache patterns occur as well. Associated symptoms are common and include neck pain, a change in hearing, diplopia, facial numbness, cognitive abnormalities and even coma. Typical imaging findings consist of subdural fluid collections, pachymeningeal enhancement, pituitary hyperaemia and brain sagging, but magnetic resonance imaging may be normal. Myelography is the study of choice to identify the CSF leak but is not always necessary to make the diagnosis. Treatment consists of bedrest, abdominal binder, epidural blood patching, percutaneous fibrin glue injection or surgical CSF leak repair. Outcomes have been poorly studied.


—Wouter I. Schievink, “Spontaneous spinal cerebrospinal fluid leaks,” Cephalalgia, 2008
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I am an unreliable narrator.


And yet, here in the doctor’s office, it is required of me to tell my story.


Where does it hurt? Does the pain change? When did this start?


These are valid questions, but attempting to answer them, attempting to explain from the inside out, seems impossible. At first because the pain is so distracting, a softball-sized hit to the base of my skull, my hands perpetually massaging it at the back of my head, as though it could be possible to ease it out physically, if only my fingers were strong enough.


And then because, after a time, after so much constant pain, it becomes impossible to think at all. Words float away from me, simple questions cloak themselves in impenetrable meaning, I find myself lost in the long pauses I find compulsory to take when answering things like “How long do the headaches last?” or “How many days a month do you have a headache?” or “When did this start?”


And then of course because my narration is suspect. You will have to believe me when I say that it is hard for me to be believed, that I say “headache” and the doctor writes down “migraine,” even though I have no history of migraine; that I describe my symptoms and am asked, a knowing nod, an eyebrow raised, “How old are you again, 43?”; that I present my history and find myself met with skepticism about the veracity of my reporting.


Have you tried ibuprofen? Have you tried caffeine? Have you tried meditation? Deep breathing? Vitamin D?


What they are really asking is, Have you tried not being a 43-year-old woman in the midst of a divorce?


It’s a headache, I’m a woman. How is this a mystery?


“When did this start?” is the hardest question to answer. It should be the easiest, because how else do you start telling a story except at the beginning? I see now the advantage of fairy tales, of the old stories that begin in the far-off haze of “Once upon a time,” because who can say definitively when the start of anything was? When the earth cooled? When the universe was born? Trying to find the inciting event is like trying to trace back the decay of my marriage: Was there even a starting point? Is there one specific, defining moment in time I can point to and understand, yes, that was it, that was where it fell apart, that was the moment everything became inevitable? Or is it more cumulative, small moments snowballing into a cascade of insurmountable differences? And if it’s that, then would it have even been possible to stop it, to catch one hurtling snowball of a moment and thus prevent the avalanche? Could I have saved myself from either of these things?


“When did it start?” is the hardest question to answer, because I don’t even know what it is.


I could say March 21, 2015, around 10:30 A.M., because that’s when I had the coughing fit.


I could say about a week after that, because that’s when I first started to realize that the sneaking, nagging headache was becoming something constant and unrelenting.


But I could also say any moment of any day of any year.


The day I sat at the keys of a concert grand, my ten-year-old hands frozen for a moment as the audience waited expectantly, my pedal foot shaking, my heart racing, my mind, for a terrible moment, entirely blank just before the second I closed my eyes and my fingers began playing the sonata that I was sure, up until then, I couldn’t remember. The day I walked by myself at night, in the Boston winter, as a teenager, and was followed into a store by a man who lingered, shadowing me, until I whispered tearfully to a kindly clerk, who kicked him out and escorted me home. The day my first ever piano was delivered to me, my engagement ring, a gift from my husband-to-be, the sun streaming through the skylights of our loft, and me standing there, thinking How do I deserve this? The day I held my newborn daughter, her drowsy baby breath in my ear still catching on hiccupy sobs as I paced the hallway of our apartment, bouncing with every step, patting her gently, easing her into sleep. The day I cried so hard after a fight with my husband, my eyes puffed shut. The day I walked off a bus and into a hailstorm, ice pellets hitting me, leaving round purple-green marks I would only discover days later, ghosts of the storm. The day I slept off a fever. The day I pushed myself through a fever. The day I was born. The day, months before I was born, when the thick membrane covering my spinal cord and brain was formed, the connective tissue connecting itself, but only thinly in this one small place that might not even matter unless I one day had a fever, left the house, went to breakfast, coughed. The day some secret was whispered to my body, the time bomb placed, the disgruntled fairy’s curse destined to come to pass, no matter how many spinning wheels are burned, no matter what steps are taken to avoid it. Any of these days could have been the day this all started, that this burgeoning thing inside me swelled, that my cerebrospinal fluid surged and my dura strained and the one thin spot became thinner, until the day it thinned so precisely it was possible for the truth to leak out.


Not everything is an epiphany. You can’t always know the precise moment you fall in love, or out of love, or when the creeping sensation you feel becomes a solid, present pain. Things happen in aggregate, they accrete. Signs accumulate until suddenly it is impossible to not see them as anything except inevitable, omnipresent. They have somehow, suddenly, always existed.


And yet I recognize this impulse, this tracing and retracing, this quest to make reliable my unreliable narration, as a way to locate this within me, literally within me, within my control, and thus within my power to change it.


I cannot change it.


“When did this start?” is the hardest question to answer, because of how it is twinned for me with its ghost question: What did you do to cause this? And the answer to that is that I coughed, and also that I had a fever, and also that I fell out of love, and also that I became unhappy, and also that I wasn’t able to overcome my unhappiness, and also that I wasn’t able to save my marriage, and also that I failed, and so when I try to answer the question “When did this start?” I am also trying to answer the questions How did I let this happen? and Why couldn’t I just be happy? and What can I do to undo this? and If I think hard enough to find my way back to the beginning, will that be enough to break the spell, undo this curse, right this wrong, make everything whole again?


“When did this start?” the doctor asks, and I say, “March, probably March, end of March.”
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There are a lot of things you can do, it turns out, while leaking cerebrospinal fluid.


You can take a fifteen-year-old to a Twitter meet-up of fifty Ariana Grande fans, as long as you find a comfortable chair in the hotel lobby and slump down as far as you can to be as close to horizontal as possible, waving off the other parents with vague excuses about a migraine, even though it’s not a migraine, because that seems the quickest way to get people to both understand and to leave you alone, clutching the back of your head where a lump of pain has taken over the back right base of your skull.


You can serve on a jury, as long as you will yourself to not lie down on the courtroom floor, even though you mentioned to the judge that you had a something like a migraine, but that wasn’t enough to excuse you, and so it turns out you can sit up and hold the back of your head and listen to a very new lawyer extract relevant info from his very clueless client, who seems so unfamiliar with the details of his own case it seems possible that he, too, might be leaking cerebrospinal fluid, and then eat a tuna sandwich with the other jurors and find for the defendant.


A few weeks after that, you can agree with your husband that it’s time to tell your kids that you are getting divorced, even though by this point you can’t really sit up anymore, because being upright brings on the relentless back-of-skull headache, and even when you lie flat in bed the world seems tipsy, you feel tipsy, that sense of drunken confidence flooding you even as you’re aware you might not be saying things the way you meant to, and you can’t not cry when your older daughter turns away and starts texting her friends, when you ask your younger daughter if she has any questions and she says “Yes. Can you not get divorced?”, when your head hurts so much the pain is all you have room for and you can’t absorb theirs the way you’d planned to before, when your brain was all yours.


You can do things like this because at this point you don’t know you’re leaking cerebrospinal fluid, you don’t fully know what’s going on, and you have yet to realize what a problem that is, because the thing you use to think with is the very thing that’s problematic.


The problem you have, when you have a problem with your brain, is that your brain doesn’t necessarily realize that it’s having a problem. It keeps trying to strategize, rationalize, keep you in motion. It keeps supplying you with ideas, convincing you with plausible excuses, explanations. Like: You’re fine! See how normal you feel when you stay completely still and flat and close your eyes and don’t move? Just keep doing that! Or: People have headaches all the time! Go ahead and cook dinner, just take breaks by lying on the floor, that’s a smart solution! You got this!


But you’re not thinking, exactly. You’re in a fog, and all the time you’re floating on the surface of things, you’re padded, your real self stuck inside this swollen busy-work instructive primal machine that’s taken over to keep you moving, and ideas float to you from somewhere and your uncushioned brain just says, Yes, it makes sense to lie down here in the middle of the kitchen floor while you wait for the timer to go off so you can stand up and drain the pasta and then lie down again for a few moments before you have to add the sauce, that’s normal. Your brain says, It’s okay, remember, this is just a thing that happens now, like how when you lie down and close your eyes you can’t feel your arms anymore. Your brain tells you, It’s fine to be curled up here in the chair unable to open your eyes while these five doctors talk at you, just nod your head, they deal with sick people all the time, you’re probably not being rude, while the experts are telling you “Your call, you decide” whether or not to be admitted to the hospital, to have surgery, to stay home, to wait it out. And all along your brain is doggedly continuing to try to make sense of it all, the way it does in a dream, the way dream logic seems so right until you wake up.


When exactly do I wake up?
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In the doctor’s offices, I recite my history like an incantation. There is a rhythm to it now, like an ancient spell, and I have learned the True Speak of the medical wizards: I know which terms will unlock the vaults of understanding, which magical words—orthostatic, occipital—will make visible the thing I am conjuring, what syllables can transform me from a tired rambling woman into a wise witch, full of insight and secrets that could explain everything if they only listened true.


There is the truth of my experience, and the truth of the doctors’ diagnostic limitations. Even with machines they cannot see the small tear in the fabric of my reality. And yet my descriptions of what it feels like to lose my brain from the inside out are irrelevant to them, despite being the only thing relevant to me, the entirety of my comprehension. Everything is pain and confusion.


They speak in riddles, though I am aware there is no trickery intended. It is my brain, fluid-deprived and desperate, attempting to understand even the simplest of questions. I have always previously had the luxury of this being an unconscious, painless process. But now it is a trial. A prick of the finger on a spinning wheel, a hero’s journey, a boulder pushed up a mountain.


There are things I can say without thinking. My mouth opens and words come out, free-associated comments I am often only able to make half-sense of afterward, trying to cover my confusion with humor. I am able to fool some people; they aren’t able to sense my panic, my terror at not knowing who is speaking when I hear myself talking out loud.


In the doctor’s offices I rely on the magic words I have learned in order to be taken seriously—sudden onset and no history of migraine, and, crucially, positional—and I repeat them, when I am asked, and the doctors nod at me and scribble, or type at a computer, and sometimes I am buoyed by the way they seem to be listening, and I tell my story with all the rich details I can muster, hoping that with my words I can convince them of the pain and terror and confusion they cannot see and cannot trace and even with their powers cannot fix. More often, though, I lie flat, staring into the fluorescent lights, lost in the patterns on the ceiling, the stains and crevices, tears choking my voice as I whisper whatever facts I can muster in response to whatever questions they ask.


Are these sorcerer’s riddles? Must I answer by not answering, is that the trick, to instead somehow divine by holy inspiration the correct response so as to earn my passage through the wizard’s vale? Each appointment is a quest I must complete as I hover in the mist, all things obscured.
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April 2015


It takes me centuries to get dressed. I pause for eons in front of the mirror as I try to remember why I’m bothering to brush my hair. I blink, and when I open my eyes time has passed, enough for new universes to be born, enough for the sun to have burned out, imploded, the world gone. Somehow I am clothed, am downstairs, am ready to go. I blink and I’m in a cab, lying down in the backseat, jostled, gauging the route by how many turns I feel the car making. Blink again and I am sitting up, credit card in hand, confounded by the payment machine. Blink again and I am outside the hospital, upright, wincing in the sun. Blink again and I am upstairs, in the neuro-ophthalmology department, sitting in a chair, confronted by a form. So many boxes, so many lines, so many questions. Name, birthday, address, insurance. I write what I can remember and find a corner of the waiting area. I lie down.


Blink and I am called by a nurse. Weighed, measured. Asked why I’m there. Blood pressure high. I apologize, “My arm gets claustrophobic,” I say to the nurse. She regards me with an eyebrow. Blink and I am back in the waiting area, on the floor, the nubby carpet thin and rough. There are people sitting all around me, in chairs, like they’re supposed to, but I don’t care. My eyes are closed. I can’t see them looking at me, wondering why on earth a person would be so rude as to lie on the floor.


Blink and I am summoned by a doctor, who seems bemused as I rise out of the depths, emerging from the waiting room floor. I’m escorted to a room with an eye doctor chair, and I ask if it can be adjusted to be flat, just for a little while, but maybe he doesn’t hear me. I curl up on the base of the chair, lying sideways, an awkward fetal position.


Blink and the real doctor comes in. He is a colleague of my husband’s; I have encountered him for years at social events, informal pool parties and fancy dinners where I play the part of doctor-wife and make small talk while supervising my children or pretending to be a person who eats fancy dinners all the time. I have talked to him about books, about his idea for a book he wants to write. I have met his family. He knows me as a person who can sit up and have conversations. And so he is concerned to see me struggling to not slide off the chair, to watch me struggle to make sense of his questions, to witness me in pain attempting to sit up for his exam. He doesn’t know about the divorce yet, none of Gil’s colleagues do. He asks after Gil, who is away at a conference. I tell him Gil is fine, that he’s away at a conference.


He asks what’s going on, and I tell him what I know so far: that I had a terrible flu, and then a headache that wouldn’t go away; that I was given antibiotics for a suspected sinus infection, but the headache persisted. That it improves a little when I lie down, but being upright for more than five minutes brings the headache to full force, and having to be upright for more than an hour, even if I’m just sitting, not moving, basically wrecks me. Can’t think clearly. So much pain.


He tells me what he suspects, based on the MRI, based on his exam. This is spontaneous intracranial hypotension, otherwise known as a spontaneous CSF leak, possibly located in my ethmoid sinus, at least according to what the radiologist saw on my MRI. Had I coughed when I had the flu? Right. Well, that could have caused a tear, or some sort of rupture. And this spot in my ethmoid sinus could be allowing cerebrospinal fluid to escape. “So what you’re saying is, this is all in my head,” I joke, but he answers me seriously, telling me that it’s possible the suspicious area seen on the MRI could just be a totally normal thing for me, the way my anatomy has always been, and the leak could be someplace else, not in my head at all. But that’s why he wants me to consult with an ENT, who is the only doctor at the hospital who deals with CSF leaks. He will evaluate me and look at my scans and maybe order more, and then we’ll go from there. If it’s really that area in the ethmoid sinus that’s causing the leak, he says the ENT can go in through my nose and get to my brain and place some sort of mesh over the leaky spot to patch things up.


“The other thing we can do,” he tells me, “is kind of a ‘voodoo’ procedure. It’s called a blood patch. No one really knows how it works, but it sometimes works for these things. It’s like having an epidural—you had an epidural with your kids, right? It’s like that, but you get injected with your own blood.”


This sounds horrible, so I just nod and close my eyes and sink down in the chair. I blink and there are residents in the room now, doctors in training who don’t know me but know my husband. The doctor is concerned. He tells me he is considering admitting me to the hospital for the weekend, he’s never seen me like this. He asks me, “Do you want to be admitted? It’s your call.” I don’t know how to answer this. It seems like such an imposition. And what about the kids? “If I send you home, can someone take care of you, can you just lie flat for a couple of days straight, is there someone who can watch the kids?” These are all impossible questions to answer. “Can your husband take care of you?” he asks again, smiling, but I’m not smiling. I say, “Maybe if you write a prescription for that,” and he pauses for a moment and then says, tactfully, “Well, that’s for you guys to work out. But I’ll give him a call and fill him in on things from here.”


He’s hesitant to send me home, but he also keeps telling me it’s my call to be admitted to the hospital or not, and I can’t make the decision. Eventually I blink and I am walking back into the waiting area, finding my way to the elevator bank. Were the hallways this long when I came here this morning? I blink and I am walking out of the elevator. I see empty couches in the mezzanine and I lie down. My head is hurting so much I can’t think. I rest there for 30 minutes, 45 minutes, one eye open as I text Gil to let him know the appointment went okay, that I need to see an ENT, that his colleague thinks this is a CSF leak, that I’m supposed to be in bed for the next 72 hours, drinking lots of caffeine for some reason.


I blink and I am outside in the blinding sunlight. Blink and I am on the sidewalk near a line of cabs. Blink and I am jostling, prone, in the backseat. Blink and I am putting the key in the lock, home, lying down on the couch to assuage the pain in my head until I can make it upstairs to my bed, where I am to stay flat, doctor’s orders, through the weekend.
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Spontaneous is a funny word. Even in the context of the phrase “spontaneous cerebrospinal fluid leak,” the word sounds like such a happy thing, the kind of state of mind happy people always urge people like me to embrace. I hear “spontaneous” and I think jazz hands, last-minute concert tickets, manic pixie dream plans. Well, I did it, happy people. I got spontaneous. Or at least my body did.


That cough. I’d coughed the kind of cough where you can’t stop coughing, and people on the street stop to look at you bending over with the cough, trying not to vomit from coughing so much. I didn’t think anything of it at the time, except how embarrassed I’d be if I actually threw up right there, mid-crosswalk, on the way to breakfast; I just eventually managed to stop coughing, and I didn’t connect the dots to the headache that seeped in afterwards until now, when the doctors asked me if I’d experienced any trauma, an accident, even a really bad cough.


The neuro-ophthalmologist said that until they figure out what to do, I should lie down, and I should try to drink as much caffeine as possible—two things at which I naturally excel. So I’m doing that.


I listen to podcasts, play easy puzzle games on my phone; sometimes I listen to podcasts while playing easy puzzle games on my phone. The stories keep me company, even when I don’t have the attention span to follow them. I’ll drift off in the midst of nineteenth-century warfare and wake up to the technology of World War I; sleep in the middle of a talk about early twentieth-century American medicine and wake to a roundtable discussion of physics among speakers so British I can hear them stirring their tea.


It’s hard not to go back in time, hard not to retrace my steps. I keep thinking: If I’d just stayed home that weekend. But more than that: If I’d let them stay home that weekend. It would have been so easy to cancel my plans, to have my kids cancel theirs with their dad. Quinn was already feverish when they packed up the car, and I’d felt it myself, the tickle in my throat, the prickle of fever on my skin, the beginnings. But I ignored it, sent them off with Advil, Tylenol, the thermometer, and my goodbyes. If I hadn’t, I could have taken care of him. We could have been sick together. I wouldn’t have gone out for breakfast, I wouldn’t have caught the wind in my throat and coughed so hard I sprung a leak. I might never have had a leak at all, because in the scenario where I would cancel my weekend plans to take care of a sick kid instead of making his dad do it, I wouldn’t have been selfish.


A part of me worries that this is actually true, that it could actually work like that, that spontaneous CSF leaks happen only to selfish people, that it is my fault, that everything is my fault, that if I could have just stayed happy and stayed okay and stayed in this marriage, then I wouldn’t be trapped in my head right now, anxious and terrified about what’s wrong, thinking endlessly about how I could have caused it, about how frustrating it is that even though it’s serious and real it’s still invisible to the doctors and they don’t know how to treat it, other than with bed rest and caffeine and a procedure one of the doctors openly referred to as “voodoo.”


But maybe this is a thing inside me that just happened to have happened, something that would have happened eventually anyway, something that could have been triggered at any time: doing headstands in yoga class, riding roller coasters, whipping my hair out of my face, being jostled by potholes in taxis or buses. Maybe it could have happened later, after the divorce was final, after I was off the good insurance. Maybe it’s for the best that it happened when it did.


This is what I mean, about my brain. Still desperately working to come up with reasons, with theories, with a narrative that makes sense, even as I lie in bed, grappling with the sensations: the draining feeling, like gravity is sucking my brain down when I try to sit up; the scraping feeling, like I’m banging around the bottom of a rusty barrel.
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April 2015


I am back at the hospital for a consult with the ear, nose, and throat surgeon. I have spent the last three days flat, as instructed by the neuro-ophthalmologist, getting up only to use the bathroom, otherwise remaining in bed, on my back, drifting in the pain. I have tried to read about CSF leaks online, on my phone, holding it directly over my head as I lie flat, and have only discovered terrifying things. Worst-case scenario case studies in medical journals. Frantic, heartbreaking posts on message boards. I ask the physician assistant who leads me into the exam room if she can lower the chair back, whether it can be extended into something resembling a table, and she obliges, allowing me to be flat as I am asked yet again to recount my history.


When the ENT comes in, I recognize him. Not because I know him, or because he is a colleague of Gil’s, but because he is the kind of doctor I have encountered before. Skeptical. Suspicious. Dismissive, with the kind of surgeon’s bluster and confidence that edges on contempt for the patient. I am the patient.


“So, you think you have a CSF leak,” he says, and though I am lying down at this point and can’t actually see his face, the way he says the word think implies the eye roll he may have actually performed. I turn my head toward him as he walks to my side, extending his hand to shake mine as he introduces himself.


“I’ve been told that I might have a CSF leak, yes,” I reply, and he nods his head. He has a kind of gotcha! smirk on his face as he leans closer to me, and asks, “Then why are you lying down?”


I’m confused by this question, by his hostile energy, and for a moment I can’t even begin to answer. Lying down is the only thing that helps the pain even a little bit. Lying down is what a team of doctors literally just told me to do three days ago. Lying down is the only way I can manage to think, and even then just barely. I feel as though he’s interrogating me like I’m on the witness stand, like he’s trapped me in a lie, like he’s just enacted the big prosecutorial reveal and now the gavel will sound, curtailing the shocked murmurs from the gallery, and the case will be dismissed.


“Lying down makes it hurt less,” I say, trying to make it sound like a statement, not a question, and he chuckles, shaking his head, and tells me, “Get up.”


Later I would learn that there are different kinds of CSF leaks, and that mine was not the kind this doctor was skilled in treating. Later I would learn that skull-based CSF leaks—like, for instance, a leak located in a person’s ethmoid sinus, as the doctors suspected with me at this point—present differently than spinal CSF leaks, and never cause intracranial hypotension. With spinal CSF leaks, where a person is leaking from somewhere along the spine, lying down does indeed ameliorate some of the symptoms. But when a person with a cranial or skull-based leak lies down, cerebrospinal fluid can leak out through the nasal passages. And so for those kinds of leaks, being upright is ideal: The pressure in the head is negative, and therefore no fluid leaks from the nose. From this doctor’s perspective—a doctor who had only ever encountered skull-based CSF leaks—I was a malingerer of some kind, perhaps an attention-seeker, and, either way, foolish enough to fail his test. I felt better lying down? Not proof that I might have a spinal CSF leak: Proof that I was faking.


And yet I did feel better lying down. Lying down was the only thing that brought me even slight relief. “Come on, get up,” he said, and I struggled to sit up, struggled to explain that being upright made everything worse for me, and just at that moment, Gil came in. His hospital ID badge identifying him as an attending physician may as well have been a shining sword pulled from a stone, as immediately the ENT’s attitude changed from skepticism to deference. I listened to them discuss me as I lay back down again, hearing the ENT’s responses change from accusatory to something resembling professional interest, hearing my symptoms presented in third person, in doctor-speak, as I lay on the table, searching for patterns in the pocked ceiling.


I am asked to sit up again, nicely this time; asked to lean forward, asked to try to produce cerebrospinal fluid from my nose. “I’ve never leaked anything out of my nose,” I tell the doctor. “I just have a terrible headache.” But he urges me to try. Sitting forward, bending forward, leaning over, the pain is excruciating, and after a few minutes I can’t go on any longer, I’m crying from the pain. The physician assistant sprays something in my nostrils, and the ENT examines, and they try to get me to lean over again, to leak fluid. If they can get a sample, they can test it to see if it’s really cerebrospinal fluid; it will help determine if this is really a CSF leak. I lean over for a moment, but it’s awful, and I’m grateful to hear Gil step in, to hear the irritation in his voice as he tells the ENT it’s too much, it’s not going to happen, I’m in too much pain to keep sitting in that position. I lie back down, everything pain now, and hear them discuss things in doctor tones as they peer at the computer screen showing my MRI, the notes from my primary care doctor and the neuro-ophthalmologist. Soon they return to my bedside, and there is a plan. I should have a consult with a neurosurgeon in a few days. Next Monday I will have another MRI, this time focused on the orbits, and also a CT scan of my head and neck. Tuesday I will check in with the ENT. And then Thursday I will be scheduled for through-the-face brain surgery.




PART TWO


A Mystery


[image: images]


[image: images]


A patient presents with a new headache that occurs shortly after assuming an upright position and is relieved by lying down. Although such a positional headache pattern is well-known following a diagnostic lumbar puncture, the spontaneous onset of an orthostatic headache is not well recognized and the patient may be diagnosed with migraine, tension headache, viral meningitis, or malingering. This has been a typical scenario for many patients experiencing spontaneous intracranial hypotension . . . [and] an initial misdiagnosis remains the norm. Unfamiliarity with spontaneous intracranial hypotension among physicians in general and the unusually varied spectrum of clinical and radiographic manifestations may all contribute to a delay in diagnosis that often is measured in months or even years and decades.


—Wouter I. Schievink, “Spontaneous Spinal Cerebrospinal Fluid Leaks and Intracranial Hypotension,” JAMA, 2006
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The days pass by in a series of blinks and I fumble my way through an appointment with a neurosurgeon the ENT suggested I see. My sister drives me, lets me lie down in her car, helps me joke about my weird leaking brain. The neurosurgeon listens to my now rote recitation of my history, thumbs the file from the ENT, and says sure, this probably really is a CSF leak, and says sure, the through-the-face surgery to fix it is probably fine—if that’s really where the leak is. If not, the surgery could actually cause a new leak, and there’s also a significant risk of my losing my ability to smell. But it’s up to me. My call.


I blink and then I am somehow back at the hospital, waiting for the next MRI and CT, a nurse taking pity on me and allowing me to lie in a free bed while I wait for the CT, while they insert the IV I need for the MRI, while they fix it after it fills with blood. I’m given powerful antibiotics in advance of the through-the-face surgery that it is my call to have done. It is some kind of fluoroquinolone, and I take only one pill before I notice my previously injured ankle tendon feeling strange, and then google to see if that could somehow be a kind of side effect and discover a host of warnings about the dangers and risks of fluoroquinolones (including tendon problems), and I stop taking it.


I blink and days later there is a flurry of activity, sudden phone calls and intense consultations, when the CT scan of my neck is shown to have revealed a secret fracture—an old injury to the second cervical vertebra. The first vertebra, C1, is where the skull attaches to the neck. The C2 vertebra, sometimes called the axis vertebra, allows the head to rotate. It is actually connected to C1 by a tooth-like protuberance called the dens, and it is this, the dens, that has appeared on my CT scan as damaged, fractured somehow, long ago. Looking up information about this anatomy, I’m pleased to read that the C2 and its toothy dens has a rare nickname: vertebra dentata. There is concern, however, that this fracture may be the source of my leak, that this vertebra dentata has in fact somehow chewed through my dura. But this seems unlikely to the ENT; he is more concerned with the shadowy spot around my ethmoid sinus. He recommends further CTs and X-rays of this old C2 fracture, a consultation with yet another neurosurgeon, all things that can be done after my surgery.


I show up the day of surgery and go through the motions of filling out forms, being checked in. Gil is there this time, and he handles the things that are too complicated, answering questions for me, doing the paperwork. I’m able to lie flat on a bed in the pre-op area, and this is a relief. I’m told the surgery will involve first pumping some glow-in-the-dark stuff up through my spine, which will evidently make anyplace in my head with a tear or leak light up, and then some kind of mesh being inserted and positioned over that lit-up area and secured in place. Then, after everything is sewn and patched, my intracranial pressure will be monitored to make sure there’s enough of it, and not too much or too little. The whole process will require me to spend four or five days in the hospital. None of this seems like a good idea. But I’m not sure what else to do about this leak in my head, and shouldn’t the doctors know better than I do how to fix it?


I’m waiting and waiting on a bed in the curtained-off room, hooked up to IVs in my hospital gown, and the ENT comes by from time to time, checking in. “Still leaking?” he asks, and I recognize this is supposed to be a joke. “Just checking!” he says, and continues, “You know, if you don’t have a hole in your head before I go in, you’ll definitely have one by the time I’m done. Think about it.” He taps the protective guard rails on the bed and strolls out. I’m concerned. I talk to Gil. None of this seems okay. The next time the ENT strolls by, we ask what the hold-up is, why the wait, and he says it’s almost time, and again introduces some doubt into the process, reminding me that this is my call. I don’t like the feeling I’m getting, like this surgery is a thing I’m forcing him to do. It doesn’t seem right, and I feel less confident that this is the right decision. He and Gil confer, and Gil says they’re waiting for the room, but there’s a chance I won’t have the surgery today after all, that instead we’ll just do the blood patch, the “voodoo” procedure the other doctor described. I keep waiting, and my vitals keep being monitored, and the crook of my arm aches where the IV lives now, and it’s cold and I stare at the ceiling and can’t sleep. Finally, after hours of waiting, the ENT comes back.


“I have bad news and bad news,” he says. The bad news is, we are not going to do the through-the-face surgery. He just doesn’t feel confident enough that that’s where the leak is. And the other bad news is that we can’t do the blood patch: The anesthesiology team isn’t set up for it; they say they don’t do them here in the hospital anyway, blood patches are done on an outpatient basis, in a clinic, which is in a different location. So after waiting all day, being hooked up to machines all day, after stressing all day over whether I’m making the right call, I’m free to go. The ENT says to call to set something up with the pain clinic where blood patches are done, but Gil isn’t having it. Something needs to be set up for us, and it needs to happen now. The ENT strolls out and Gil goes after him, and I close my eyes as someone takes my IV out, removes the blood pressure cuff from my other arm. Eventually Gil returns, a resident comes in to take my information to facilitate an appointment with the pain clinic, and I go through my history all over again. My hospital records will somehow show this waste of a visit as my having had actual surgery, a fact that will have to be corrected every time I review my history with a new doctor.
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I am back in bed, as I have been for weeks and weeks now, flat on my back, unable to read or watch TV or even have conversations, just kind of floating in this fog, trying hard to think.


I can’t write—in my fog, I have that tipsy-drunk urge to chat, but also the tipsy-drunk cognitive impairment that makes typing almost impossible. Everything evaporates into the sensation of staring at the ceiling, because that’s mostly what I do.


It’s cruel, in a way, that I’m forced to have all this time and yet not be able to write. It’s almost exactly my fantasy—for once, I’m free of the endless stuff that’s never ever fully done: the chores and homework helping and school pickup and food preparation and dinner cleanup and laundry and housework and and and and—and yet I’m free from having to feel guilty, because I’m literally unable to do those things. It’s seemingly the perfect scenario: I could write and not feel guilty about someone else picking up the slack of all the things that are left undone.


Yet I can’t write, and no one’s picking up the slack. My brain is too bruised from banging around in my skull without a cushion to do anything, and during those rare times when I’m forced to venture downstairs, I descend to find that no one else has done anything either. Everything is exactly as I left it weeks before, a tribute to the last time I’d been upright: the cat puke a hard crust on the floor, the dust fortified into corners, the dishes towering unscraped in the sink. I feel torn upon seeing this, some faraway, fog-padded part of me feeling humiliated, angry; and yet at the same time strangely energized, the ever-rationalizing part of my brain telling me You can just clean everything up! What a great idea! as I attempt to straighten up the mess, so happy to have a project, some measure of usefulness. Until the headache reasserts itself with a vengeance, reminding me that I can’t trust my brain, that I shouldn’t ever think that anything I think is a good idea, and I go back to bed, where I’m greeted by the strange neurological punishments of having been upright: the nauseous rush, the pressure on the left side of my head that’s always followed by my arms disappearing and my words not speaking and my tears crying in too-loud sobs I can’t control.


I can’t write, but I can sometimes think, a little, about things I’ve written. Before this whole thing, I’d been working on a few projects. One was a novel set in the 1930s, during the Works Progress Administration era, about a pianist struggling to come into her own as an artist. Another was about a teen music prodigy who abandons her studies at a crucial point, runs away to meet up with a person she fell in love with on a video game server, tries to figure out who she is if she no longer does the thing she’s done her whole life. And another was about a young woman, training as a pianist at a prestigious conservatory, suddenly sidelined by a mysterious illness doctors struggle to diagnose but which she fears she’s brought on herself, fears she’s using as a way to hide from the difficulties of her life, fears she’s actually dying, fears she’s pretending to be a person who’s dying to escape having to be a person who’s living.


The larger trend of these stories and how they relate to my current situation is not lost on me.


I’d most recently been working on revising the 1930s novel, the one about the woman whose artist husband had forbidden her to play, and how she found her way back to music after repression, depression, a suicide attempt, hospitalization. I’d had feedback that the story felt “too small,” so I’d been working on trying to enlarge it. I changed the voice. I wrote a lot about time, the experience of time and how it changes when you’re performing music, and how it changes when you’re sick, when you’re in the alternate universe of medications and bed rest, when you’re in recovery, when you’re once again part of the normal world.


In a way, this CSF leak of mine is almost research. Because here I am, outside of normal time. In the world outside my bedroom, life continues. Alarms go off in the mornings, the mail comes, dinner is made, appointments are kept. But in here, time is different. I feel closer to my main character than I ever had during the writing process as I lie in my bed, unable to think clearly or do anything that requires thinking and sitting up at the same time, like playing the piano, like writing, like parenting, like living my life.


There was a lot I’d gotten right about time, I’m discovering, the way I’d written about it for my protagonist. The way time moves when you’re very sick, the way you can make days pass simply by closing your eyes, the way you float endlessly into the future, arriving from who knows how long ago in the past. The way time bores you but, due to your sickness, you don’t mind being bored. The way you can stare at the ceiling and not be impatient with the way absolutely nothing happens. The way music moves through time and how the sound exists in one moment, and then the next, and the next, and the next, and how we’re able to fool ourselves into thinking it’s a whole thing, when really it’s just a stuttering passage, a succession of moments pretending to be seamless. Sickness is like that, making it easy to glide through time as if it’s not perpetually one moment stitched to another, landing us foggily in the midst of the next moment until we realize, Yes, of course, here I am.


What I didn’t get was the impotence. The way time makes you a prisoner. The way you must lie there knowing that mail is being delivered, that dinner needs to be made, that appointments need to be kept, and you cannot get it or make it or keep them. The way time heals you in real time, and you can’t make it go faster. The way you’re stuck, lying down, staring at the ceiling, feeling your way through the fog, waiting as one moment moves from the next to the next to the next.


Or the dependence, the way you must rely on favors from friends and strangers and the estranged. Your younger child's classmate’s mother, whom you barely know, who volunteers to drive her home every day. Your older child’s friend’s parents, who make food and bring it over in carefully labeled containers. The friend you haven’t heard from in almost a year, who offers to take the kids, who orders in dinner. Your soon-to-be-ex-in-laws, who stay for a week when your soon-to-be-ex-husband can’t, who straighten up what’s been left a mess and cook things you normally wouldn’t want to eat but devour now, lying on your side, since you can’t sit up, with gratitude.
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