














PRAISE FOR


But My Brain Had Other Ideas


“Deb Brandon documents her journey with cerebral cavernous angioma, a disease of brain blood vessels, with ferocious honesty. Her tale offers a glimpse into an often confusing and frightening world in which reality can be upended from one day to the next, a world that requires reaching down to the depths of resilience to stay afloat. Brandon’s struggles and triumphs will resonate with anyone who suffers from invisible illness and those who love them.”


—Connie Lee, PsyD, president and CEO, Angioma Alliance


“But My Brain Had Other Ideas is wonderfully written—not only from a literary point of view, but also as a deeply personal and clear explanation of what it feels like to experience the things that Brandon describes.”


—Dr. William J. Hawthorne III, PsyD, clinical psychology


“Deb Brandon is analytical, precise, and detail oriented. But her prose reveals ‘another side of her brain’: authentic, poetic, and romantic. I was singularly captured by Brandon’s storytelling. Beyond my perspective as a surgeon and expert on cavernous angiomas, I could not resist hiking along with her in the wilderness, watching her draw from nature the strength to adjust, and readjust. As a professor, I wanted to be with her as she balanced her challenges with the desire to teach and continue to contribute at the highest level. But My Brain Had Other Ideas is a lively portrait of the personal toll of brain disease.”


—Issam A. Awad, MD, MSc, FACS, director of neurovascular surgery, University of Chicago Medicine and Biological Services


“Told in poetic and exacting language, Deb Brandon’s intimate account of life with a damaged brain is equal parts hypnotizing, harrowing, and inspiring.”


—Michael Paul Mason, author of Head Cases: Stories of Brain Injury and Its Aftermath


“Disability does not discriminate; it can be joined in the blink of an eye or in this case a rupture in the brain. But My Brain Had Other Ideas is a mind-boggling, roller coaster reality ride of personal trauma, disability, and society’s mind-numbing response.”


—Lawrence Powell, past director of the Office of Disability Resources, Carnegie Mellon University


“Deb Brandon is more than a remarkable writer and brain injury survivor: she is a voice that needs to be heard by parents, educators, and physicians. Brandon allows readers to experience her most personal and terrifying moments. Brandon’s anecdotes, written in fluid prose, emphasize the importance of nonjudgmental support to brain injury victims. I am awed by Brandon’s pursuit of a ‘new normal.’ The human spirit is strong in Deb Brandon. Do not miss this inspiring read by an honest and talented survivor.”


—Kelly B. Darmofal, author of Lost in My Mind: Recovering from Traumatic Brain Injury (TBI) and 101 Tips for Recovering from Traumatic Brain Injury: Practical Advice for TBI Survivors, Caregivers, and Teachers


“I know firsthand the challenges you face when you are forsaken by your own body, and Deb Brandon’s descriptive prose provides an up-close, personal journey through the diagnosis of cavernous angioma, as well as her ultimate victory in reclaiming her life.”


—Julia Fox Garrison, motivational speaker and author of Don’t Leave Me This Way


“Deb Brandon’s memoir, But My Brain Had Other Ideas, is a bravely written personal account about her unimaginable struggles with a little understood brain irregularity. Brandon writes honestly about the details surrounding the alarming symptoms, which eventually turned out to be cavernous angiomas, tiny clusters of malformed blood vessels in her brain. Even more horrifying is the fact that many in the medical community initially dismissed her symptoms—which were due to potentially life-threatening brain hemorrhages. Brandon’s steadfast determination to not ignore the growing physical complications is what ultimately saved her life.”


—Su Meck, author of I Forgot to Remember: A Memoir of Amnesia
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foreword


At the turn of the millennium, I was introduced to an illness called cavernous angioma: my infant daughter suffered a major brain hemorrhage leading to her first, horrific and traumatic, emergency brain surgery. Our lives have never been the same.


Cavernous angioma isn’t an illness that develops gradually, like heart disease or arthritis or diabetes. As with my daughter, it’s an in-your-face event—a brain hemorrhage or seizure—that leads to the diagnosis. Once the diagnosis occurs, there is never a safe time, a relaxed time. Sometimes we forget, but a headache, a flu, an odd twitch can bring back the entire history of illness and hospitalizations. The risk of hemorrhage is always there, with no way to predict when it will happen.


Cavernous angiomas are defects existing in the smallest blood vessels in the brain and spinal cord. These lesions are missing essential supporting layers and develop into leaky, mulberry-shaped clusters. They start as pinpoints, invisible to all but the most sensitive imaging, but over time, they grow. If the growth happens slowly, as is typical, it’s possible for them to remain silent. It’s not unusual to be newly diagnosed with multiple lesions the size of grapes scattered throughout one’s brain that have been growing for years.


But then there are hemorrhages, the events a person with a cavernous angioma fears most. Over a span of hours or, at most, a few days, a hemorrhage can cause a pinpoint lesion to balloon, often to the size of a golf ball. Symptoms may start slowly but can become incapacitating—lost sight, paralysis, seizure—or fatal. It’s a medical crisis.


A hemorrhage marks a decision point: brain surgery or leave it alone? Lesions that hemorrhage—bleed—have a very high likelihood of hemorrhaging again and again. The only treatment we have at the time of this writing is invasive brain surgery. For some people, surgery is an option; for others, because of the delicate location of the lesion and possible consequences, it’s not. It’s hard to fathom, but in the Angioma Alliance community, those who are allowed to have brain surgery are considered lucky.


By my daughter’s sixteenth birthday, she was a high school sophomore and had had four brain surgeries. A naive life of reckless abandon is not possible for a person with cavernous angiomas, even for a teenager. The first hemorrhage steals invulnerability and instills caution. We escape in our own ways, because existing naked, steeped in the reality of her sixty brain lesions, would be paralyzing. We live each moment we can in the precious but poignant present.


When I think of the brain, I view it as the structure that defines me most. It’s where my thoughts are generated. It carries my memories. It helps me define my goals and purpose. But cavernous angiomas are masters of disruption. From one day to the next, we go from leading our normal lives to facing a future shaped by a bloody brain. Without a doubt, a cavernous angioma hemorrhage is a medical crisis, but for many adults, it also triggers an existential crisis. Who am I now that my brain is unpredictable? Who am I now that I’ve lost abilities I’ve always taken for granted? What is my worth? Grief is followed by necessary adjustment to a new normal.


Yet a passionate life is very possible, perhaps even probable. Cavernous angiomas present an unexpected gift: the opportunity to develop a mature understanding and acceptance of what it means to be human and to share this personal insight so that others may benefit.


Angioma Alliance is the patient advocacy and research foundation I started when my daughter was a toddler. My original purpose for the organization was to allow families touched by cavernous angioma to meet online. I didn’t want my daughter growing up never knowing another child with the illness. Rare disease can be physically isolating, but the advent of the internet allowed for connection with strangers who became friends because of shared struggles and triumphs. A woman in Ottawa, herself a patient, comforted a wife in Sydney on the loss of her husband. A father in Jakarta reached out for advice on finding a knowledgeable medical consultant. Two families in the same city in Virginia found each other and now spend holidays together. Angioma Alliance created a space that people all over the world have filled with their shared need and mutual support.


By the time I met Deb Brandon, the organization’s mission had expanded to include research. As with most of my Angioma Alliance relationships, I initially came to know Deb virtually through our community forum and e-mail, and then on the phone. She reached out to Angioma Alliance to become a research subject and to get answers to her questions about her family’s genetics. Without spoiling her story, I can say that there were tests with complicated logistics followed by frustrating results. Even the best scientific methods don’t always provide answers. However, Deb’s enthusiasm for the work and her support for our search for non-surgical treatments hasn’t dulled.


In 2012, my daughter and I took a five-month drive around the country, visiting patient families face-to-face. One of our stops was in Pittsburgh, where we were able to spend the evening with Deb, a friend of hers, and two other families, all of whom were meeting for the first time. It didn’t take long for me to learn from Deb about the magical healing powers of dragon boats. I also learned how a math professor, or at least this math professor, compensates after brain injury—very well, thank you.


But My Brain Had Other Ideas serves as a testament to Deb’s resilience, to moving beyond simple recovery from brain surgery to transformative redefinition. Her brain may have had other ideas, but Deb’s determination illuminates a path for others who face life-changing illness.


—CONNIE LEE , president, Angioma Alliance





prologue


I WAS HALLUCINATING FROM THE ANESTHESIA, BUT I DIDN’T recognize the hallucinations for what they were. I had no frame of reference, nothing to give me direction. There was no light at the end of the tunnel, since there was no end to the tunnel. There was no tunnel.


I remembered being a kid at the beach, tumbling around in the waves, not knowing which way was up, not knowing when I’d be able to take my next breath of air. I felt the same disorientation now.


When I was a kid, I trusted the waves to toss me onto the shore before it was too late, even though their play was a little too rough at times. It was like playing chicken. The fear was delicious, and I went back for more.


There was nothing delicious about this fear.





chapter one


It Was Supposed to Be Two


I WINCED AS THE NURSE - PRACTITIONER, SNIPPING AND tugging at my stitches, caught some hair. She apologized as she worked on another stitch.


I smiled. “No worries—nothing can bring me down now. I get to go home tomorrow.”


After two brain surgeries and a week of intensive and much-needed rehab, I was more than ready to be discharged.


As she collected the debris from my stitches, I mentioned that, starting that morning, I’d been hearing an echo whenever I talked. It was an odd sensation.


She glanced sharply at me. “Have you been swallowing a lot?”


I nodded.


“What does it taste like?”


I swallowed. “Salty.”


“Do you have a cold? Or allergies?”


I sniffed experimentally, swallowed again, and shook my head.


“Try tilting your head forward. Now back. Is there more to swallow?”


I did have much more fluid going down the back of my throat; I did need to swallow more.


“Try it again.”


The same thing happened.


“It’s a CSF—cerebral spinal fluid—leak, probably from the site of the second brain surgery,” she said. “They usually heal themselves.”
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Something is very wrong.


A wave of overwhelming fatigue washes over me. I fight to keep my eyes open. Am I about to have a seizure? I need help. Where is the call button? I don’t see the button. All I see is its cord.


My arm feels impossibly heavy. I stretch out my hand, grasp the cord, and pull on it. It won’t budge. I pull harder. It still won’t move.


I call out to my roommate and her visiting daughter.


My voice is too small. They are both caught up in the litany of complaints pouring out of my roommate’s mouth.


I roll onto my stomach. My head and arm dangle over the side of the bed. The call-button cord is caught on something. I stretch out my arm. I lean. I lean farther, and farther again, another fraction of an inch, and . . . I grab the cord and pull it free.


I press the button, collapse onto the bed, and wait. Nothing happens. I press the call button again. Nothing.


I struggle to think. I have to get help. I have to get a nurse. I have to get to the nurses’ station. I have to get up.


I roll to a sitting position. I pause to gather the energy for my next move. I launch myself toward the wall. When I reach it, I lean heavily on it. I pause to steady myself. I take a deep breath, press my shoulder against the wall, and slide my way along the wall toward the door, propping myself up with my shoulder.


I rest right in front of the wide gap in the curtains drawn around my roommate’s bed, hoping they’ll notice me.


But they don’t.


Giving up, I move on. I pause when I reach the door. I hear voices coming from the nurses’ station.


The hallway is empty.


Grabbing the doorframe, I heave myself across the doorway. I eyeball the distance to the nurses’ station.


I slide along the wall, focusing on each step. Pick the right foot up, move it forward, plant it on the ground. Pick the left foot up, move it forward, plant it on the ground.


My shoulder runs up against something. I look up—I am a doorframe away from my goal. The nurses have their backs to me. They are still chatting. I try to call, but all that comes out is a soft, halting murmur.


I don’t have enough energy to lurch across another open doorway. When I focus to measure the chasm with my eyes, I realize that I’m in luck—the door is closed.


I maneuver past the protruding doorframe, inch by inch, ridge by ridge. When I reach the door, I shuffle across it, no longer able to pick up my feet. I work my way past the frame on the other side. I glance up. Two nurses are sitting six feet away from me, the closest one with his back to me. I can see the other nurse’s profile. I breathe a sigh of relief. She’ll see me.


She doesn’t.


I slide along the last stretch of wall, energy almost depleted. I’m barely within arm’s reach of the male nurse, but I am invisible.


Leaning heavily against the wall, I slide toward the nurse and tap his shoulder. I whisper, “I don’t feel . . .” He whirls around, leaps from his chair, and shoves it under me as I collapse.
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It seems awfully bright in the room. My eyes are closed. I try to open them.


I can’t.


I sense a lot of people in the room with me. I feel the air move as they move.


I recognize the anguished voice of a nurse I chatted with earlier. “But I don’t understand. I was talking to her this morning; she was fine.”


I want to reassure her. I want to tell her that I was fine when I talked to her. I don’t want her to feel guilty; it’s not her fault.


But I can’t.


I hear a piercing beeping, followed by a tinny voice announcing over and over again something about a code. Oh, there’s some sort of medical emergency going on.


Why is the light so bright? Am I in surgery?


“She’s going into convulsions!”


Who’s going into convulsions? I feel a hand on my leg. Oh, I’m going into convulsions. I hear the sound of someone moaning. Is that me? Maybe I’m the medical emergency.
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The light is brighter, though no longer blinding, no longer harsh. It’s pure white light, far above me, filling my field of vision.


I want to know it. I want to be one with it. I’m floating toward it, lying horizontally, facing upward.


I’m content. Peace surrounds me, from without and within.


I am.


I am suspended in time. Time is meaningless. I can keep drifting toward the light forever. It feels right.


I continue to float, but . . . the light is no longer drawing me in.


I don’t understand. Did I forget something? Is something missing? But . . . I don’t . . . I want . . .


My eyes open to a darkened room.


Where is the light? Why is everything so dark? Where are all the people? Even my obnoxious roommate is gone.


Nurses and doctors swarm into the room. Someone says, “You’re going to the ICU.”
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This was not how I imagined my life.


I was an academic, a successful professor of mathematics at a prestigious university. I was multi-lingual, thanks to my international upbringing. I loved to travel, especially to developing countries where I could explore traditional textile work, enriching my own abilities as a weaver. I was the married mother of two young teenagers; we lived a comfortable life in the suburbs. I was young, barely in my forties, and healthy, with a healthy lifestyle. I'd had no car accident, concussion, or stroke. A year ago, no one would have considered me at high-risk for brain injury.


I was not supposed to be here.
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I am in bed on my side, with wires and tubes attached to me. One tube protrudes from the small of my back.


Without warning, the universe explodes.


I cannot see. I cannot hear. My entire world has become pain. The pain has no orientation—it has no location, it has no direction, it has no measure. It defies words.


I am pain.


Another explosion, and the pain intensifies. Now there is orientation, location: it is in my head, and it is beyond excruciating.


The level of my CSF has dropped too low, again.


At the ICU, the doctors agreed that I did indeed have a CSF leak, and they were concerned. If the fluid has a way of leaking out, bacteria have a way of getting in.


They needed to test the CSF for bacteria, for meningitis. That meant a lumbar puncture: lying curled on my side in a fetal position to create a gap between two vertebrae in the small of my back, through which the doctor would insert a needle and draw out spinal fluid for testing.


When we were kids, my older brother, Jonathan, got very sick. I watched him lying on his side in bed, curled up, with the doctor and Dad bending over him. Mum satisfied my curiosity by naming the procedure: lumbar puncture.


Jonathan was diagnosed with meningitis. Simon and I weren’t allowed anywhere near him. I was relieved that I didn’t have to kiss him—meningitis wasn’t like chicken pox.


The next time I heard of meningitis was when I was in the third grade. During the summer, Galit, a classmate of mine, died. I hadn’t seen her since the end of the previous school year, and she wasn’t there when classes resumed in the fall. I hadn’t noticed her absence until the teacher explained it. My classmates and I stared at each other wide-eyed for a couple of seconds, and then it was time to take attendance—back to business as usual.


As an adult, I was aware that meningitis could be fatal, and I realized that a lumbar puncture was a major procedure. But I retained my childhood perspective on the matter, a curious sort of naiveté—no fear, no worries, nothing. I viewed the whole event completely objectively. It was simply an interesting experience.


I was preoccupied by my disappointment at not being discharged and by my distress over the fact that my kids would see me in a hospital setting; they’d seen me in the hospital far too much over the past few months.


As I curled on my side into the fetal position, I felt as if my body were not my own; everything was happening to someone else, to a stranger.


I knew I wasn’t going to die. The lumbar puncture was merely another unnecessary medical test among many. It was a nuisance, an inconvenience, a waste of time and resources.


The test was negative; I was free of infection. I felt like telling the doctors, “I told you so.” I wanted to know if I could please go home now.


The doctors did not share my optimism. Since the needle was already in place, they decided to attach a catheter to it—a lumbar drain.


A lumbar drain operates essentially like an IV in reverse: the drain siphons fluid out of the spinal column into a drainage bag. Before it reaches the bag, the fluid flows through a tube, called a buretrol, which measures the volume of liquid passing through it. A spigot controls the rate and amount of drainage.


The surgeons wanted to remove enough CSF to relieve pressure from the site of the leak to increase the probability that it would repair itself. If it didn’t work, we were looking at a third brain surgery.


I believed that the doctors were fussing over nothing. There was some sort of disconnect in my mind: on the one hand, I knew that a third surgery wasn’t in the cards, and on the other hand, I was sure that the lumbar drain wouldn’t work. But I missed the connection between the two—it did not occur to me that if the lumbar drain didn’t solve the problem, I would have to undergo another surgery.


Anyway, none of it really mattered. I was more interested in the potential discomfort involved in having a tube sticking out of my back.


Would I have to lie on my side the whole time? Would I be allowed to switch sides? Would the various tubes and wires get tangled? How often would the nurses change the dressing? Would they constantly obsess about infections?


One inconvenience that I did not anticipate was the balancing act involved.


The CSF’s purpose is to act as a shock absorber, cushioning the brain against injury caused by movement. When the level is too low, it cannot perform its function effectively. If the level drops too far, the brain sets off alarms—seizures, brutal headaches.


The doctors wanted to remove enough CSF to promote self-healing, without lowering the level too much. The fact that the body continually replenishes CSF complicated things. Instead of merely removing a certain amount by draining the fluid in a single step, they had to remove fluid at an appropriate rate, which meant that the balancing act would be ongoing for the duration of the healing process.


The plan was to first remove sufficient CSF by draining it at a faster pace than the rate at which it was produced—but not too fast. Once the fluid was at the optimal level, they would adjust the flow rate to match the rate at which my body produced it, thus maintaining the optimal level. Sustaining such a delicate balance requires careful management, and there’s more than one way to do it.


After the doctor inserted the lumbar drain, he supervised the initial CSF drainage until he deemed the level optimal. He demonstrated to the ICU nursing staff how far to turn the spigot in order to maintain an appropriate drainage rate. He instructed the nurses on how to monitor the rate of the flow by tracking the volume passing through the buretrol, and suggested checking it periodically in case minor adjustments were needed.


The nurses followed his instructions for several hours, but then the routine changed. Instead of adjusting the flow every so often, the nurses kept turning the spigot on and off. If the level of the fluid was too high, they turned the spigot off, and when a sufficient amount drained into the bag, they started the CSF flowing yet again. Apparently, they were now following another doctor’s orders.


Later, when the original doctor made his rounds, he criticized the nurse for using the intermittent-flow method. He patiently explained that there was a greater danger of letting out too much CSF with the intermittent method, for example, if a nurse was delayed.


He adjusted the rate and repeated his earlier orders.


The nurse nodded and proceeded to follow his instructions. Throughout her shift, she wandered in and out to check the flow rate and fiddle with the spigot to make minute adjustments.


The second doctor came into my room several hours later. He questioned the nurse on the drainage procedure she was using. When she described the first doctor’s method, the second doctor reprimanded her. He patiently explained that if the CSF is drained continuously, the flow rate must be just right. It was much easier to determine the correct amount than the perfect rate. The nurse was to drain a certain amount at certain intervals.


The nurse merely nodded and followed his instructions, until the second doctor’s shift was over.


Neither method was infallible. The CSF level dropped too low several times during each of the doctors’ shifts, swamping my world in pain.
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I was sufficiently cognizant to realize that I needed painkillers, and that I needed them fast. I was aware of the procedure I needed to follow to procure the medication. I was not too far gone to realize that I needed to take action, not merely theorize on it.


The fact that I was able to breathe and that my heart continued to beat seems miraculous now. The fact that I managed pick up the call-button device, find the button, and then press it is still mind-boggling. I cannot begin to understand how I was capable of speech, let alone of explaining the issue over the intercom.


I croaked, “I have a bad headache. I need pain meds.”


A cheery voice answered, “We’ll be right with you.”


Then it was time to wait. A mere couple of minutes seemed like a lifetime. When the nurse finally arrived, her voice was gentle. “Here you go.”


She held out a little paper cup with the painkillers in it: two white pills. Raising my hand to take the cup was no easy task. Every motion added to the pain, making me wince, which intensified the pain further. Trying to minimize additional agony, I worked hard to keep my motions fluid.


Once I held the cup of pills in my hand, I brought it up to my lips and tilted it toward my mouth until the pills tumbled onto my tongue. I handed the little cup back to the nurse, reached for the cup of water that she held out to me, lifted it to my lips, tilted my head back, took a mouthful of water and swallowed it with the pills, handed the water cup back, lowered my hand onto the bed, and let my head sink into the pillow.


By the time I laid my head down, I was completely drained of energy. I held myself as still as possible, all my muscles tense, my eyes tightly shut, my brow furrowed, my breathing shallow, engulfed in pain.


And I waited for the miracle to occur. I waited and waited, an eternity.


A glimmer of a thought entered my mind: relax.


I worked to ease the tension in my muscles, but every movement, however slight, increased the pain, causing a sharp intake of breath, which intensified the pain, causing my entire body to tense up again. I had to focus on breathing slowly and evenly. But concentrating, focusing my mind, also exacerbated the pain, tightening my muscles further.


Relax.


I lay with my eyes closed. I carefully eased the tension one muscle at a time, my toes, then feet, then legs, all the way up to my neck, facial muscles, and brow. I tried to relax mentally. I envisioned gentle waves washing through me, one chasing the other, each wave carrying more of the pain along with it, cleansing me of it.


My mind drifted back and forth with the undulating waves, floating, worlds away from my hospital room. Then, slowly, the hospital setting eased into my awareness. I lay in bed feeling the worn, soft cotton sheets between my fingers, seeing the green lights flickering on the monitor, hearing a distant hum from the hallway. It occurred to me that I had left the pain behind somewhere.
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During those first couple of days after I’d moved to the ICU, I spent most of the time in bed. I was allowed only a minimal level of mobility; I was not to leave my room.


Getting out of bed was a major undertaking. A nurse had to remove the wires and ensure that the tubes did not become tangled. Next, she had to hang my bag of “brain juice”—the CSF fluid collected from the lumbar drain—on the hook of a portable IV stand.


I left my bed no more than a handful of times per day: to sit in a chair for a change of scenery and to go to the toilet.


The first time I needed to pee, I discovered good news and bad news. Given that there was no bathroom in sight, I assumed that I would have to use a bedpan. The nurse who came in to assist me claimed that I’d be using a toilet. I was mystified—no bathroom, no bedpan, and I wasn’t to leave the room.


She bustled over to the wall-to-wall cabinets on my left and leaned down to open one of the lower ones, and, to my utter disbelief, a toilet swung out as the cabinet door opened. She seemed quite pleased with herself over the arrangement, as though she’d designed it herself. I was dumbfounded.


I wasn’t permitted to shower; the dressing on the drain site could not get wet under any circumstances, for fear of infection. I became proficient at administering sponge baths to myself while sitting up in bed.


I had very little privacy; ICU patients had to be visible at all times through a window overlooking the hallway. Nurses and doctors entered the room at will.


At first, I regarded the lumbar drain as nothing more than a nuisance, but within a few hours of its insertion, it grew on me. It made my life quite interesting. It provided entertainment as I watched the battle over my treatment—the doctors’ interactions with the nurses, figuring out which technique was being used, guessing the length of the doctors’ shifts based on what the nurses were doing. More important, it provided me with much-needed human interaction. I was starving for attention.


I had few visitors. A couple of the staff members from inpatient rehab came by for a quick chat between patients. My then-husband, Bill, brought the kids in for a ten-minute visit on my first day in the ICU and popped in briefly later on his own, and again for a moment the following day.


Nurses stopped by frequently to check on the quantity of CSF that had drained, to change a new bag for the old, to fiddle with the spigot that controlled the flow rate, and to check the dressing. The lumbar drain leaked a couple of times, requiring some messing around with the tube, a change of dressing and bedding.


Doctors came by periodically to supervise the drainage procedure and to evaluate the effectiveness of the treatment. They’d ask about the status of the fluid dripping down my throat. How often was I swallowing? More or less frequently? The same? Was it salty?


Every time they asked, I paused to think, swallow, and respond. I was swallowing at a constant rate, and it was salty—no change.


I enjoyed the doctors’ and nurses’ company, joking around with them while they conducted their lumbar drain-related business.


I had no interest in the CSF leak itself. To me, it was no longer an issue. Everything was very much about the here and now. The echo I had heard way back when, a couple of days previously, was gone. Because I was a hay-fever sufferer, having fluid in the back of my throat was not worthy of notice. Therefore, there was no tangible evidence of the leak’s existence. It was an abstract notion, not real, which meant that I didn’t truly believe the lumbar drain was necessary. I was bored with the ongoing discussions about whether the drain was healing the leak. It brought no change, so the endless deliberations were pointless.


The future was as meaningless as the past. It was irrelevant, imaginary. There was only the here and now, and the only here and now was the lumbar drain—learning to live with it, the nurses’ and the doctors’ amusing rituals evolving and revolving around it, and the social life it afforded me.
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“You need a third surgery. Tomorrow.”


My world shrank to a tableau. We were suspended, frozen: the neurosurgeon, mid-stride, his mouth still forming the “ow” in “tomorrow”; Abby, my occupational therapist from inpatient rehab, her head mid-turn toward him, her silky blond hair still swinging; and me, facing the neurosurgeon, my eyes wide, my jaw on the verge of dropping.


For a split second, as his words formed into a sentence, every detail was in sharp focus: the outline of his body against the doorway, the creases and shadows on his blue scrubs, every curl on his head, every stray hair, every strand of his well-groomed beard.


Then the lights dimmed, dulling the colors. All sounds were muted; a heavy, suffocating silence filled the room. The monitors were no longer beeping, all footsteps were stilled, and the chatter from the nurses’ station ceased.


Suspended, disconnected, I floated motionlessly like an astronaut in a gravity-free space.


All my jokes dried up.


I was lost.


This was not how it was supposed to be. It was supposed to be two surgeries, that’s all—not three. Two surgeries to fix the cavernous angiomas, those tangled blood vessels in my brain that had leaked blood, followed by rehab, followed by getting my life back. Two surgeries that I’d planned for, prepared my kids for, built defenses for.


Two, not three.


But my brain had other ideas.





chapter two


I’d Always Been Healthy. I Still Was. It Was Just That . . .


THE ROOM AROUND ME SPUN FASTER AND FASTER. I took my eyes off the computer screen, put my head down, and focused on the floor. But the world beyond that patch of stained, sand-colored carpet kept spinning. I tried closing my eyes, which only made it worse. I opened them; the dizziness persisted.


I needed help.


I measured the distance to the doorway. I nudged the chair away from the desk, grasped the armrests, and carefully pushed myself to a standing position. I shifted my hold to the edge of my desk, one hand at a time. As the room continued reeling around me, I lurched around the desk, gripping it so I wouldn’t fall. Every few steps, I rested briefly, hoping that the dizziness would desist. When I reached the end of the desk, I stretched my arm over to the wall and continued to the door, my fingers digging into the grooves between the cinder blocks. When I reached the door, I grabbed the doorframe and paused to evaluate the next leg of my journey.


I took a deep breath; then, clinging to the wall, I headed down the hall, toward the secretaries’ office, cinder block by cinder block. When I reached the corner and paused again to take stock of the situation, I became aware that I wasn’t leaning quite as heavily against the wall. I stood motionless, listening to my body, shifting my gaze to different reference points for confirmation: I directed my gaze toward the wall, then to the floor, and finally to the blue sky outside the window down the hallway. The dizziness was definitely diminishing, and, within a couple of minutes, my surroundings stopped moving altogether.


I walked back into my office and sat down at my computer to finish my work.


It hadn’t occurred to me to continue to the secretaries’ office to alert someone to the episode, the same way it hadn’t occurred to me to use the phone to call for help when it first started.
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And . . .


I scan the heads of the students bent over their exams in the auditorium-style classroom. I don’t see any other arms raised, so I turn to saunter back down toward the podium.


Still scanning for questions, I raise my right foot to take a step, when the room around me starts swaying as I teeter on my left foot; arms flailing, I manage to regain my balance, my right foot joining the left on the floor.


I pause for a split second, letting my eyes sweep across the bent heads around me. I shift my focus to my feet and experiment by taking a small step. I am still a bit wobbly but not enough to deter me from proceeding down the stairs cautiously. I continue one careful step at a time, resting at any sign of unsteadiness. By the time I reach the bottom, my balance is back to normal.


I scan the room again and, seeing a raised hand, I hustle over to field another question.
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Then . . .


On my way out of my bedroom, I notice that my left arm is tingling. I rub it with my right hand as I walk towards the stairs. The tingling persists. Mystified, I sit down on the top step to isolate the sensation and puzzle it out.


Bill happens by and gazes up at me. “What’s up?”


I rub my arm again. “I’m not sure. My arm’s tingling, and it’s a bit numb. It’s odd, almost like I slept on it, but not quite. Wait . . . it’s stopped.”


We look at each other. I shrug, and he shakes his head.
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Later that day . . .


I briefly experience some tremors. I tell Bill about it, and he suggests that I mention it to Dr. Knupp the next time I see her.


I described the symptoms to my primary care physician (PCP), Dr. Knupp, at my annual check-up, a few months later.


She sent me for a battery of tests, including a brain MRI.


I was reclining in bed, reading, when she called with the MRI report. I reached over to pick up the phone, and when I heard her voice, I settled back into the pillow.


“It looks like it could be something serious.”


I sat up. “Oh?”


I caught only bits and pieces of her explanation. Mini-strokes. Cancer. Neurologist.
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How dare he be so dismissive without even looking at the report? Who does he think he is? Does he think I’m a moron? No one treats me like this! No one!


The neurologist entered the exam room and, without having read anything about my case, without even glancing at the technician’s report from my brain MRI, had the gall to tell me that there was nothing to worry about.


I was incensed. I had just spent two weeks terrified, stewing and worrying, and he’d dismissed it all without giving me and my case the time of day.


He walked in, introduced himself, and asked me about the purpose of my visit.


I handed him the report as I explained, “This is the tech report that goes along with my brain MRI.”


He paid no attention to it. He asked who had referred me to him and why I’d undergone a brain MRI.


I told him about the symptoms that had prompted Dr. Knupp to send me for an MRI and that she had referred me to him after she’d received the report.


He nodded. “She’s referred patients to me in the past. She’s an excellent doctor.”


He then conducted a perfunctory neurological exam. He checked my reflexes and scratched the soles of my feet with an open paper clip. Next, he had me close my eyes, stretch out my arm, and bring my index finger in to touch the tip of my nose. Finally, he observed me as I walked heel to toe.


As the examination wore on, I became angrier and angrier. I got the distinct impression that he thought I was wasting his time.


The neurologist seemed to view my stellar performance on the tests as proof positive that there was nothing wrong with me, and he reiterated his earlier statement that the chances of anything being seriously wrong were minimal. “Technicians often make mistakes,” he blithely reassured me.


My temples throbbed. I ground my teeth. I dug my nails into the edge of my seat, my knuckles white. Livid, I opened my mouth to respond, but nothing came out.


I couldn’t believe that this doctor had the audacity to announce that there was nothing wrong with me, basing his evaluation on nothing. He hadn’t heard a word I said—I had told him that the symptoms had lasted no more than a couple of days. Given that he had no idea what was in the report, I couldn’t fathom how he could possibly make the statement about technicians making mistakes.


His voice droned on. “You’re a mathematician—you understand the statistics.” He repeated his explanation about why it couldn’t be anything serious.


I couldn’t bear the sound of his voice. I didn’t even want to breathe the same air.


From behind the neurologist, Bill gestured with his hand for me to calm down. I focused on his hand, my eyes following it up and down, up and down, trying to keep my temper in check.


I felt an abrupt shift in the atmosphere. The neurologist’s tone of voice had changed. “I’ll try to bring up the MRI images on the computer.”


Had he caught a glimpse of something in the report?


Still furious, as soon as he left, I told Bill, “Let’s just go. I can’t stand him. I want to leave right now.”


Bill, always loath to confront anyone, said, “Hold on. I have a good feeling about this guy. Let’s not be hasty; let’s see what he has to say.”


A few minutes later, the neurologist came back, reading through the report as he walked toward us. He looked at me. His gaze softened.


“There is some scary stuff in here.”
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My MRI showed that I had hemorrhages scattered throughout my brain, originating from multiple lesions that were either malignant or cavernous angiomas. The report suggested that they were most probably cavernous angiomas, which agreed with my neurologist’s diagnosis, after he studied the images.


I had multiple clusters of malformed blood vessels in my brain, a life-threatening condition with several labels: cavernous angioma, cavernoma, cavernous malformation, cavernous hemangioma, and cerebral cavernous malformation (CCM).


Cavernous angiomas are distant cousins of aneurysms. An aneurysm is a single blood-filled bulge in a blood vessel. Cavernous angiomas consist of clusters of dilated blood vessels, which form multiple blood-filled caverns, reminiscent of raspberries in appearance. As with aneurisms, the walls of these blood vessels are defective and can leak blood.


Cavernous angiomas are found in the brain or spinal cord, where bleeds can cause serious damage. They can present sporadically, or they can be genetic.


I had cavernous angiomas scattered throughout my brain, some of which had bled. The large number of lesions in my brain was an indication that my condition was genetic.
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At first, the doctors were concerned that the larger cavernous angioma was in fact an AVM, an arteriovenous malformation.


Like cavernous angiomas, AVMs are clusters of malformed blood vessels, but unlike angiomas, AVMs are fed by arteries. This means that the blood inside an AVM flows at high pressure and is therefore considered as dangerous as its distant relative the aneurysm, which is formed by abnormal ballooning of an artery. Cavernous angiomas, or CCMs, pose less of a risk than AVMs, since the pressure inside them is low.


I was to undergo an angiogram in the hospital’s outpatient clinic. They’d inject dye into an artery and monitor the progress of the dyed blood as it flowed through the vascular system in my brain. Whether or not the blood from the artery flowed directly into the cluster of malformed blood vessels would tell us whether I had an AVM or a CCM.
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The sounds coming from the thoroughfare outside my curtain reminded me of a more refined version of the noises one would hear in a busy souk in the Middle East. The hissing of tires on the polished floors. A gurney? A metallic rattling accompanied by a silvery clinking. Perhaps an IV stand being wheeled along. Footsteps, some hurried, others slow, a few purposeful, a couple hesitant, several in high heels, most with rubber soles. Anesthesiologists talking to patients, doctors explaining procedures, and nurses speaking in soothing tones.


I was alone in a cubicle in pre-op, wearing a hospital gown tied in the back, reclining on the bed, waiting to undergo an angiogram. I had brought a book and some knitting to help me pass the time, but I was too unsettled to read or knit.


The quavering voice of an old woman emerged periodically from the cubicle to my right. “Please, dear, you have to keep it in.”


Occasionally she became quite agitated, and then I’d hear the flapping and whirring of a curtain being drawn, and a younger voice would chime in. “Sir, you must keep it in.”


I don’t want to know what “it” is.


Every so often, the loud guy in the cubicle across from mine drowned out all the other sounds. He had a repertoire of two or three feeble jokes, which he kept repeating and punctuating with his own uproarious guffaws. The responses to his levity ranged from forced laughter to nervous chuckles.


Eventually, the corner of the curtain to my cubicle was lifted and the bald head of a male nurse poked through. “Mrs. Brandon, I need to shave you now.”


Shave! Why? They’re not supposed to inject the dye directly into my head, are they?


“Or would you prefer a female nurse to take care of it?”


What the . . . Oh. I get it.


To perform an angiogram, a catheter is inserted into an artery through a small incision in the groin. They needed to shave my groin area.


I was startled to hear myself say, “Yes, please.”


What is wrong with me? My gynecologist is a man, for crying out loud.


“Perhaps you’d like to use the bathroom first?”


I didn’t really need to pee, but when in doubt and there’s a bathroom nearby . . . “Yes, please.”


I slipped on the rubber-soled socks that came with the hospital gown. They felt like a coating of plastic on my feet, and the sensation intensified as the rubberized soles sucked at the floor.


I tried to hold my gown closed in the back, hoping to ensure some semblance of modesty as I made my way across the busy hallway. I wasn’t completely successful, so I scuttled over as quickly as I could, squeaking with every step as the rubber pulled away from the linoleum.


When I was ready to exit the bathroom, I checked that no toilet paper stuck to the gummy soles, held my gown closed in the back, opened the door a crack, and peeked out. When I saw that the coast was clear, I scuttled back over to my cubicle.


Shortly after I lay back down, a female nurse came in to shave me.


I’m not sure what happened next. I have a vague memory of being given something intravenously; it did not put me to sleep but made me fuzzy around the edges. A muscle relaxant, perhaps?
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