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To Cam 








The study of disease and of identity cannot be disjoined. 

—OLIVER SACKS,

The Man Who Mistook His Wife for a Hat
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Part I

PHANTOSMIA

 




1. A Powerful Stench

I'M TOLD MY NOSE is my best feature. It's long and straight and has a high bridge with a bump at the top that is a perfect perch for my thick glasses. My nose is large for my face, but I have an unusually small face. That makes me thankful for my nose. No one would describe me as mousy. When I enter a room full of strangers, I can trust my nose to announce that here is a serious, thoughtful person. And by the way, where are the appetizers? Do we smell a touch of cumin? 

But even though I could pick out the Chanel No. 5 from among ten other perfumes in a crowded room, there was a time when I took my sense of smell for granted. I assumed that it was indestructible. I certainly never asked myself which I valued more, my long, straight nose or what went on inside it.

My story begins on a Wisconsin interstate just before half of it veers south toward Chicago and half goes west to places you've probably never heard of—like the Wisconsin Dells, Altoona, Eau Claire—and then finally to the Twin Cities. I was driving home to St. Paul after a weekend visit with my daughter Caroline, a student at UW-Madison, when my nose began picking up a weird smell. Had I stepped in something? What could be causing this peculiar odor? 

I pulled into a Kwik Trip to top off the tank and check my shoes. Nothing suspicious there. Maybe the heater fan was sucking up the smell from the engine and blowing it through the vent. Was a dead bird in there?

Ridiculous. The smell was all in my head, not my nose. Nerves. Saying goodbye to Caroline had been more difficult than usual. She was as lonely and homesick at Madison as her older sister, Alex, had been happy there. How different my girls were.

My own college years weren't exactly blissful. While other students were getting acquainted with one another, I was out foraging for plant materials, mainly tree branches of a certain shape and size, with which to transform my cinder-block cube of a dorm room into a leafy forest glade. The smells of oak leaves and pine sap soothed my homesickness for Minnesota. Years later, when my husband, Cam, and I settled down to raise a family, I couldn't wait to plant a garden. I dug up the patchy lawn in the backyard.

Gardening to me is an artistic endeavor, and a garden of one's own represents the ultimate in creative freedom. In fact, in my forties I became so greedy for that anything-goes fix I got when planning a new border or rigging up a water feature that I decided to quit my job editing a city magazine to launch a publication of my own, the Garden Letter: Green Thoughts for the Northern Gardener. When my little magazine won an award from the Garden Writers Association for the Art of Garden Communication, a category invented just for it, I realized I'd turned a corner: I was a garden writer.

***


Before leaving for Madison I'd brought in the last of the tomatoes and potted up some herbs that would spend the winter on a sunny windowsill in our kitchen; maybe that was the source of the smell. Usually when I'm driving and smell something funny, I can track it down to my fingertips. I sniffed. Rosemary. Thyme. Lemon verbena. Chili pepper. Herbs and spices have amazing staying power on the skin, but while this strange smell in my car was persistent, it wasn't anything like the delightfully pungent scents that I carried around on my hands for hours after I'd been pressed into service as Cam's sous-chef. This wasn't the smell of a garlicky pesto or a Cajun rub. 

I cracked my window and sniffed the incoming air. To my nose, Wisconsin smells wonderful after the fall harvest, maybe because I grew up around farms. My favorite aroma after pine needles fermenting on a forest floor has to be baled hay laced with cow manure.

I sniffed again. For a blessed moment I thought I'd solved the riddle of the smell. But a third sniff told me unequivocally I hadn't. This wasn't cow manure. This was sickly sweet. Hog dung, maybe?

It occurred to me that I had no idea where I was or how long I'd been driving. It's easy to miss the turnoff for the Dells, the Waterpark Capital of the World. My hands tightened on the steering wheel. This little mistake can add anywhere from a couple of hours to a whole day to the trip home, depending on when you wake up and (speaking of unpleasant odors) smell the polluted air that alerts you to the fact that you're approaching a major metropolis. Interstates in the Midwest tend to look alike, the same Kwik Trips and low-slung Frank Lloyd Wright-wannabe rest areas. So it's easy to keep sailing along on the wrong ribbon of asphalt until the tickle in the back of your nose tells you that you're not headed to the Dells but to a city of 9.5 million people: Chicago. 

A huge neon blue corkscrew emerged over the treetops a few miles ahead. Please, Lord, make it be a water slide. In this agrarian part of the state, the Dells comes on like a tsunami of kitsch. PUT YOUR FEET up AT THE POLYNESIAN RESORT HOTEL AND SUITES—KIDS UNDER 10 STAY FREE! STOP BY GOODY GOODY GUM DROP CANDY KITCHEN. WE HAVE EVERYTHING YOUR MOUTH CAN IMAGINE! The attack of the billboards provoked my usual impulse to drive the car right through them (and maybe take out a row of those faux-log town homes and a flume ride or two). At least I was on the right highway.

The smell tiptoed back into my consciousness. What was it? Hot dogs? Not at this time of year. I detected a trace of dead fish. What was odd about this smell and why it was not normal was its refusal to back off. If anything, it seemed to be getting stronger, as if the fade button in the brain that makes an odor disappear after a while was broken. Could it be coming from the double latte I'd picked up at Starbucks on my way out of Madison? Had the milk gone bad?

I'd brought along the audio book of E. L. Doctorow's The March, a fictionalized account of Sherman's epic sacking of the South that ended the Civil War. Three chapters left to go. I slipped in a cassette, then decided to hold off listening until I'd gotten around the geezer in the battered pickup ahead of me.

He was driving a Chevy S-10, same model and vintage as the one I'd bought last summer for hauling brush to the municipal compost site. A twelve-year-old pickup is not ideal for freeway driving. His tailpipe was leaving quite a thick plume of exhaust. If I could just get by him, maybe the smell that had been dogging me would disappear. The pickup was in the passing lane and flanked by a late-model Buick traveling at the same speed—as if they were ballroom dancing and didn't want anyone cutting in. I bore down on the pickup until less than a yard separated his bumper from mine. The geezer finally got the hint and pulled over to the right lane. I pressed hard on the gas pedal. When the pickup had been reduced to a speck in the rearview mirror, I had to face facts: it wasn't the poisonous tailpipe. The mysterious odor hadn't budged. 

My Passat was no ingénue itself. At seven years old, the car had a few bad habits, like stalling out at stoplights and turning on the check-engine light for no reason. In fact, the thing was aglow right now. The smell had a smoky and slightly chemical quality to it. I checked the heater and got the usual blast of hot air in my face but no spike in the odor's intensity. The engine sounded all right; the car was braking normally, and it wasn't vibrating the way my truck did when I pushed it over sixty-five. Plenty of gas too, so it wasn't a leak. Good. Nothing serious. The catalytic converter, maybe?

This smell had some sulfur in it for sure. It used to be that you never knew when your engine would start belching up rotten eggs. I hadn't smelled that for ages. I was tempted to call my husband, ask him if he thought a faulty converter could make a car stink. He wasn't a mechanical person, but his incredulity when I ran something like this by him was always reassuring. You're nuts, he'd say. Thinking you're nuts is better than thinking your car is going to blow up and send pieces of your body flying into five counties.

I pushed the button to get The March rolling. Listening to the descriptions of Southern towns lovely even in ruins and how the heavy perfume of a saucer magnolia had the power to bring people of different heritages and even races together took my mind off my own olfactory troubles—until a sign stuck in a tractor tire at the edge of the freeway informed me that the county I was passing through was having a festival this week and I should get off at the next exit if I wanted to participate in the Annual Firemen's Smelt Feed. The sun was sinking fast. I wondered when the smelt ran and what they smelled like and how far the smell of fried smelt could carry. Other drivers were starting to turn on their headlights. The gathering gloom slowly erased the Wisconsin hills, shrank the larger world, and made the interstate feel almost cozy, subtly altering my connection to the dwindling number of vehicles heading west. 

Night pulled the shade until my solitude was complete. I couldn't wait to get home. My house, built in 1880, has been in our family for six generations. It has a pretty strong smell of its own—a blend of old carpets, dust, pets, and whatever we had for dinner last night—that would put up a fight against any intruders.

About eight miles from Appomattox, Sherman concluded his military adventure, bade farewell to his soldiers, and headed back to his family in Ohio to mourn the loss of a son killed in action just as the war was winding down. I decided not to wait for Cam's leftovers, even though he works wonders with them, and pulled into a Subway. The turkey sandwich had a peculiar taste. Was it Miracle Whip?

My husband was already asleep when I finally pulled the Passat into the garage and then crept up the back stairs to our bedroom. I fell in bed beside him, relieved not to have to tell him what had been bothering me all the way home from Madison—and was still bothering me.





The next morning, I followed Cam into the bathroom. Actually, I followed the smell. It greeted me right away when I woke up. I had an immediate impulse to open some windows, get some air in the room. Had my husband switched to a new after-shave with a lot of musk in it? No, he was still shaving. He had a towel around his waist and a wet head. His cheeks were inch-deep in shaving cream. Was  that it?

"You're up early," he said.

"Do you smell that?" I asked, trying not to notice the odor's remarkable similarity to the smell of whatever was going on in my car the day before. "Did the cat kill another mouse?"

He smelled nothing unusual. He didn't argue with the mouse theory, though. I always smell things he doesn't, and our old house breeds mice. Our distant and secretive cat makes her presence known only when she's caught one. Attempting to track down the odor to its source would be futile. We'd just have to wait it out.

The odor was sickly sweet, and I admitted to myself why it was more than a mild annoyance. It didn't smell like hog dung, dead fish, sour milk, sulfur, smoke, or musk as much as it smelled like death. Rotting flesh. Roadkill. Carrion is the polite term. It smelled the way Amorphophallus titanum (a.k.a. the corpse flower) smells when it opens. The enormous red bloom has an odor so similar to bad meat that carrion beetles stampede to pollinate it, and humans with sensitive noses can't handle the stench. When A. titanum bloomed for the first time at a conservatory in St. Paul, the event was given lots of media play. The conservatory even had a webcam installed so the public could track the flower's progress. People thronged to catch a sniff. The stench was even worse than they'd expected; it really did smell like rotting flesh. That deceptively beautiful flower got people in the door all right, but not many of them stayed long.

The stench was bad the next day and worse the day after that. Could it be a drug interaction? I'd recently switched from a beta-blocker to a different pill to control my blood pressure. Maybe this new drug didn't mix with all the other stuff I was taking—Synthroid for a thyroid condition, multivitamins, calcium and Fosamax for thinning bones. It was quite a cocktail. For the first time, I told Cam that I was scared. He offered to phone his friend Dan, a physician. 

Dan tried not to sound skeptical when Cam gave him this report of nose trouble. Smells. Weird smells. "No, Dan, I can't smell anything—it's just Bon." Dan said his wife smelled weird things occasionally too—"when she has her sinus infections, pretty awful stuff apparently."

"That makes sense."

So the smells were just the lingering effects of that head cold I'd had three weeks ago and only vaguely remembered? I'd been trying to write, and my nose had kept dripping on the keyboard.

Dan prescribed an antibiotic and recommended I use a steamer to open up my sinuses. The steamer cleared my head all right, but it didn't take care of the smell. If anything, the disgusting, dead-animal sweetness intensified. Bent over the device with my nose locked onto its rubber collar, I gave in to an eerie detachment. My glasses fogged up, and my mind with them.





Cam was starting to get the picture. My sinuses weren't causing this.

"What does it smell like now?" he asked.

"Imagine every disgusting thing you can think of tossed into a blender and pureed," I finally said for lack of any other comparison that I hadn't already banged to death. "Now take off the lid and stick your nose in it."

The steamer's rubber collar made my voice nasal and distant. Cam said I sounded like I was talking through a garden hose. My husband has a penchant for dreaming up offbeat analogies. Hoping to cheer me up, he said he couldn't stop thinking about those long-nosed monkeys in Borneo that looked like they had tubes attached to their faces. 

"Everything still stinks then, just as bad as before?"

"Do you honestly want to know?" I asked.

"Of course I want to know."

"Worse."

As the weeks passed and the smell didn't, Cam wondered what was really bothering me. Was it the fast-approaching holiday season? Menopause? Our marriage? Is that why I thought he smelled?

My internist too kept mining my personal life for answers. How were the girls? Was my mother still sick? When I insisted that my new blood pressure medication was causing the smell, she reluctantly switched me to a different one. She also prescribed a mild tranquilizer for my nerves. I was astonished by its cool efficiency. An invisible hand gently put my brain back in order. Anxiety was erased as completely as a set of equations off a chalkboard. I could get used to this. Hooked.

Unfortunately, the drug failed to jump-start negotiations for a lasting truce between me and "this smell thing"—which was how my doctor now referred to my condition. After I spent a few hours in la-la land (with no respite from the smell), the racing heart and roiling gut—symptoms that had become as constant as the odor itself—returned.

I wanted to keep popping those amazing little yellow pills but kept running into my inner hall monitor on the way to the medicine cabinet. Nurse Ratched on patrol. Tranquilizers are for genuine crises, she'd scold. A messy divorce, or a death, or a job layoff when you have enough credit-card debt to drive you into  bankruptcy. You don't take tranquilizers when all you're suffering from is some nameless odor that no one can smell but you.

What I needed to do, I told myself, was a bit of mental tap-dancing—convince myself that the smell wasn't all that strange or scary, that it would go away, and that even if it didn't go away, I could live with it. I could tune it out as I would any other minor irritation, like low back pain, a runny nose, the pain and itch of hemorrhoids. If only living with a constant stench were a minor irritation or the sort of routine complaint you could whine about to a girlfriend whose hemorrhoids were as bad as yours.

Besides, I'd already tried "giving in" to the smell. Did I have to keep trying to give in? Yes, try harder.

I developed another theory: I was allergic to my wristwatch. I called my doctor to ask her if I should switch from an aluminum to a cloth watchband. She said she'd been meaning to get back to me. I had something called burning mouth syndrome. "It may be psychiatric in origin. Your mouth just goes nuts for no reason. Everything tastes bad. Like really, really hot."

She referred me to an ear, nose, and throat specialist. "He'll be able to rule out anything else." She added, "Then I'd suggest you see a psychiatrist."



2. Diagnosis

MY OLDER DAUGHTER, Alex, came along with me to the ENT doctor, whom henceforth I will refer to as Dr. Cushing. Alex lived in New York City and had asked for a few days off from her job to help me get ready for the holidays. That was her stated reason, anyway. I knew the real one: she didn't like what she was hearing from Cam. 

I'd read in one of those health articles that fill the Sunday newspaper supplement that distorted smells can be an early indicator of schizophrenia. One theory to explain the connection is that schizophrenia appears to be associated with abnormalities in the hippocampus; this organ in the brain plays a major role in bringing together environmental signals and helping to form a coherent view of the world, and it's also an essential part of the olfactory system. Cam knew I was no more likely than he was to be diagnosed with schizophrenia. He also knew I'd nonetheless diagnose myself as schizophrenic if this smell didn't go away.

A short roundish man with glasses and thinning black hair greeted me and my daughter with a brisk handshake each. His manner was hurried, but he seemed nice enough: "What brings the two of you here today?" Dr. Cushing asked. 

I'd rehearsed my spiel; I didn't want to leave out a single detail that might turn into a vital clue. I told him about the drive home from Madison, the various causes I'd assigned to the odor along the way: coffee, truck exhaust, my own car. I wanted him to know exactly what the smell was like and how it came in waves with various but all equally awful notes competing for dominance. I could tell he wasn't paying much attention. Why the listless response?

Anyone with my problem would know immediately what I was talking about. My verbal renderings of the smell grew more and more overwrought as it became clear—at least in my mind, which probably was not the best gauge—that this man did not know what I was talking about. Was he a gardener? I asked. Yes, he was. Did he grow snakeroot? No? I suggested that he might know this popular late-blooming perennial by one of its other common names, bugbane or black cohosh, or by its Latin name, which used to be Cimicifuga racemosa but was recently changed to Actaea racemosa. Either way, it stank to high heaven when in flower. Had he ever noticed?

"Sorry, I haven't," he said.

Why no questions? Shouldn't he be asking for more symptoms? I mentioned burning mouth syndrome and my aluminum watchband. He only chuckled. I told him my husband still thought it was a sinus infection. I'd had a cold a few weeks ago. I'd been using a steamer.

"Did you take anything for it?" the doctor asked.

"Just the amoxicillin. I suppose it's possible that I've built up an immunity." (How delightful to finally be conversing.) "My kids lived on that stuff. One ear infection after the other."


"I mean when the cold was coming on," he interjected. "Any over-the-counter medications?" 

"I don't take cold medications," I said. Then I remembered I had taken something. A nasal spray. "Some homeopathic thing my husband bought. If anything, it made it worse."

"Zicam?"

"That was it."

"How much of it?"

Dr. Cushing was wide awake now and looking me right in the eye. How could I have omitted this important fact? Because until now it had seemed so ‹‹important. And so dumb. I wasn't into homeopathic remedies. A neurologist friend in California had recommended this one to Cam. Everyone out there was using the stuff. "Maybe it works, maybe it doesn't, who knows?" Cam had said. "Anyway, give it a try if you think you're getting sick. What have you got to lose?"

"How much of it went up your nose?" Dr. Cushing repeated.

I tried to recall. I went back to the beginning—that conversation with Cam. We'd been driving to the airport. He was off to New York for a trade show and was feeling cranky and tired. A bad cold had persuaded him to pick up the Zicam—for next time, he said. I'd noticed my throat felt scratchy as we pulled up to the sidewalk check-in counter.

"Damn, you have given me your cold," I said.

Sorry.

"You can't get your own cold back," I joked, kissing him on the lips.

The next day I felt clobbered and useless. By the time I went to bed, the chills, headache, and raging sore throat were like a chorus of nagging crones telling me it was now or never if I wanted to slow this thing down. After an hour or so of pointless tossing from side to side, I got up and debated trying the Zicam. 

Cam was right. What did I have to lose?

At first, in the dim light and without my glasses, I couldn't find the small white bottle with the orange label, so when I finally did a wave of relief swept over me and I wondered why I'd hesitated. I tilted my head back—the more the better, I figured—and sniffed hard from the pointed rubber tip, the index finger of my left hand covering my left nostril to maximize the force of my inhale. I squeezed again, even harder this time, with my head tilted farther back. A glob of gel swooshed up my nose, cold at first but then within seconds burning into my membranes. I went to work on the other nostril.

My sinuses were suddenly on fire, and so were the tissues far back in my throat where the gel had apparently started to drip. So this is how cattle feel under a branding iron, I thought as tears filled my eyes. One made it over the edge and rolled down my cheek. But even though my nose felt like someone was burning a match up there while pouring a steady trickle of battery acid down my throat, and I had to take a Tylenol No. 3 to get to sleep, I didn't panic. So I'd have a sore nose for a while.





"I've stopped recommending Zicam to my patients," Dr. Cushing said when I fins shed my story. "The nasal spray has been causing some problems. Problems like yours."

His personal opinion was that the active ingredient in Zicam Cold Remedy nasal gel spray, zinc gluconate, was toxic to smell receptor neurons, but no studies had proved this conclusively because cold infections too can harm the nasal receptors. Colds and head injuries are the leading causes of smell dysfunction, Dr. Cushing said. "Head injuries are the more serious of the two. They can permanently destroy the olfactory receptor sheet. It doesn't take much of a blow to the head to sever the nerves completely." 

"I'm afraid you lost me back at receptor neurons," I said.

"The receptor sheet is where smelling begins. The technical term is olfactory epithelium, but I think receptor sheet gives you a better visual picture of how smell works."

He went on to explain that smell is called a chemical sense because it's triggered by substances with distinct molecular structures. The olfactory epithelium (or receptor sheet) is where proteins called receptors receive odorants—volatile airborne molecules—bind with them, and then send electrical signals up the nerve axons for interpretation by the brain's limbic system and olfactory cortex. Dr. Cushing explained that a glitch at any stage of processing could cause (a) no smell, (b) weird smells, (c) a serious brain disorder, or (d) all of the above.

It's a cliché to compare the brain to a computer, he went on, but the similarities are remarkable—except that computers don't have neurotransmitters and hormones in synapses controlling their digital impulses or DNA speaking in complex codes. Also, and critically important, computers are man-made, while the human brain is alive and still evolving and therefore, almost by definition, not entirely known or knowable.

I began to fiddle with my purse. Glitches? Serious brain disorders? Where was this headed? My eyes met my daughter's. Alex replied with a weak smile that said You got me.

"You were talking about head injuries," I reminded the doctor. "What about colds? Did you say a cold could damage your receptor sheet?"

Dr. Cushing nodded. "Certainly."

So why did he think Zicam and not the cold was the culprit in my case? I asked.


"I just ... my gut tells me, based on how the gel affected you, the pain you describe, that Zicam is the cause." 

Dr. Cushing decided it was time to trot out some statistics. An estimated half a million people annually see doctors about olfactory problems. Two percent of the population below sixty-five is essentially smell-blind. A quarter of these people were born without smell. Smell diminishes precipitously in old age; half of all eighty-year-olds report reduced smell.

He eventually got to some numbers I cared about. Ten percent of people who lose the sense of smell after a head injury get it back, but for those patients whose loss of smell stems from colds, the odds improve fairly dramatically—about 30 percent get it back.

"These are very ballpark estimates," he added. "Again, we don't really know."

"And the Zicam users? What about them?"

Dr. Cushing explained that the Food and Drug Administration does not regulate homeopathic remedies, and Zicam falls into that category. There's no requirement to prove the safety and efficacy of a homeopathic product, so there are no reliable data showing if it's helpful or harmful. In spite of that, he said, in 2005 Zicam's manufacturer, a company called Matrixx Initiatives, settled a class-action suit brought by Zicam victims totaling $12.5 million. "That tells me there's a problem and they know it."

No wonder homeopathic remedies are so popular. Their promoters can make promises and then escape any consequences if the remedies fail to deliver or turn out to be harmful. I found out later that the right-wing radio spin doctor Rush Limbaugh was Zicam's advertising voice, and this seemed like a match made in heaven. The homeopathic-drug makers have nothing to gain from big government.


I made a mental note to call one of my neighbors, a personal-injury attorney, when I got home. Maybe I could get in on some of that class-action cash. Maybe I could even take on this Matrixx Initiatives myself and win. Force them to stop making the stuff. I would just have to prove that the disgusting odors brought to me by the makers of Zicam were as emotionally debilitating as they, in fact, were. What jury in its right mind would choose the free-market philosophy over consumer protection in a case like this? 

"So how long before I'll notice any improvement?" I asked. It hadn't sunk in that there might not be any improvement.

"Cell repair takes time, up to six months," he said.

"A CT scan will almost certainly rule out a brain tumor," he added. "Be sure and stop by the front desk to schedule one. We'll get it done later today so you'll have the results tomorrow.

He pulled his stool closer until he was sitting opposite me, knees to knees. He needed to look at my sinuses, just to make sure no polyps were distorting my smell. Unable to grasp how a common cold or, even more improbably, an over-the-counter cold remedy could so royally mess up my sense of smell, I trusted that his long metal scope, thinner than a paper clip, would find the real problem and fix it.

He strapped on a headlamp. A white light beamed from his forehead like a third eye. His nurse sat beside me and took my hand. "Try not to move," she said. "This could sting." Hearing this, Alex moved her chair closer and took my other hand. "Squeeze when it hurts," she whispered. I closed my eyes. Something cool pressed against my nostril. Then a series of sharp pricks. I squeezed Alex's hand. Hard.

"That's it," Dr. Cushing said when he was finished. "Not so bad, eh? Your sinuses are clear, no sign of polyps." He reiterated that the bad smells were nothing serious. Nothing, period. The smells weren't real. "We call them olfactory hallucinations. The patient smells things no one else can." 

Then came the thunderbolt.

"I'm afraid that once the phantosmia stops, you won't be able to smell anything. You may find it a relief."

"Excuse me?"

"You've lost your sense of smell."

He handed me a box of Kleenex (his scope had given me the sniffles) and suggested that I should consider myself fortunate. He'd recently given the same bad news to a patient who made his living as a chef.

"What did he do?" I asked. Stupid question, but I had to say something, if only to avoid falling apart in this man's office.

"He had to figure out another way to make a living, of course. Did you tell me you're a writer? That's lucky for you."

I suddenly detested this man. How could I find comfort in the fact that I don't make my living "by my nose"? In fact, as a garden writer, I do. And I don't just write about plants. I enjoy smelling them almost as much as looking at them. My garden smells like, like ... like heaven, in late summer especially.

I put the Kleenex box on the floor beside me. I was beyond crying. Phantosmia, this harbinger of an odorless existence, was, whatever this doctor might think, profoundly disturbing. How would he know what phantosmia felt like? How would anyone? People get colds. They get cancer. They don't get—

"Anosmia is the medical term for loss of smell," he went on. "Osmia means 'smell' in Greek, and an, of course, is the Latin word for 'without.' I'm going to put you on steroids, though they usually don't help with healing unless they're given immediately after the injury. And it's been ... what, three months now? 

It had actually been just a little over eight weeks. Now there was no doubt in my mind—or seemingly in his—that it was Zicam that had destroyed my ability to smell. What else it might have done to my brain was anyone's guess. So why hadn't the stuff been banned? Joining the class-action suit seemed laughable now. How could a few thousand bucks compensate for this? How could I have considered joining a lawsuit, calling up my friend the lawyer? The diagnosis of a temporary olfactory malfunction was one thing, but permanent loss of smell? Unthinkable.

Dr. Cushing said he wanted to put me on an antidepressant to treat the phantom smells. "It's an old-fashioned tricyclic called amitriptyline, a very good and safe drug that was developed to treat depression. That was before the new SSRIs, which directly target the low serotonin levels that are the underlying cause of depression in most people. You've heard of Prozac. Tricyclics are a blunt instrument by comparison, and we still don't fully understand how they work on brain disorders like yours. The drug may give you a little dry mouth, and you'll have to watch your alcohol intake and sun exposure. It's all explained in the directions."

"But I'm not depressed. At least, I wasn't before this happened."

"No, what you have is a sort of psychosis. Like your brain is having a panic attack. The drug seems to trick the brain into settling down. Maybe the brain thinks you're smelling again and stops trying to do it for you. Phantom sensations are not well understood. There's a disconnect between the brain and the body. Signals get crossed. Nerves misfire. But it's possible the brain is trying to compensate for the lost or damaged body part. It'll give up after a while even without the drug, but why wait when we can shut the smell factory down with a pill?" 

This was astounding. Phantosmia is the olfactory equivalent of phantom limb syndrome?

Too upset to absorb the full implications of Dr. Cushing's latest revelation, I fixed my attention instead on the antidepressant he wanted me to take to extinguish the bad smells. Why would I want to erase the last vestiges—even if they were the last gasp, the death throes—of my beloved sense of smell? I finally managed to ask a good question.

"Why are the smells so awful?"

"I'm afraid we don't know." Dr. Cushing was silent for a few seconds, mulling this over. "One could speculate, of course."

He checked his watch and rose from his stool, which clearly meant We won't be going there. Not today. "I want you to take the pill before bed. It will help you sleep. Insomnia can be a problem for patients with phantosmia. During the day you can take a tranquilizer if you need it." He was scribbling on his prescription pad now. "The drug is called Ativan. It's similar to Valium." This was the same pill my internist had prescribed. It was effective, all right, if you wanted a cumulus cloud for a brain. He added, "Don't be concerned if they make you feel a little anxious. The smells, I mean. It's a normal response."

Normal? How could this be in any way normal? To be fair, I had told him just twenty minutes earlier that deliverance from foul odors was my fondest wish. Deliver me forever from smell itself, if that's what it takes, I'd told him. I now officially emended that statement. Without smell, my long, straight nose was a joke, an impostor. My nose was a useless lump of bone and cartilage, good for only one thing: breathing. What is breathing, what is living, without smell? 

"Just remember that the phantosmia you're experiencing is nothing to be concerned about," Dr. Cushing was saying. "That's phant, of course, from phantom, and—"

"—osmia, meaning 'smell,'" I blurted out before he could.

"Exactly. The drug will work, and even if it doesn't, the smells will stop eventually."

"When?"

"Hard to say. Sometimes it takes years. But the odds of them lasting forever are very low. Fortunately, with the amitriptyline you won't have to wait long at all. I'm going to go out on a limb and promise you that you won't be smelling a thing by Christmas."

"So this really is permanent?"

"You mean the anosmia?"

That word again. I nodded.

"Most likely, yes," he said. "Just in case the cells aren't all dead, I'm putting you on a five-day course of steroids, the standard treatment. Steroids can sometimes jump-start a healing process. But again, they usually don't help unless you start taking them immediately after the injury. Given that, well—I guess I wouldn't get my hopes up."

"So there's no way of knowing?"

"You could have a piece of the olfactory epithelium biopsied," he said. He didn't recommend it. "It's excruciating and dangerous. We're talking about brain cells. You don't want to mess with those if you don't have to."

Dr. Cushing extended his right hand to signal that our appointment was over. "I'll want to see you again in three weeks," he said. "You'll lose some weight at first. All my anosmics do. You'll put it back on and probably more over the next year or so. The typical anosmic is about twenty-five pounds overweight. They think this has to do with satiety. The hormone that's re-leased in the brain to tell us we're full can't function without a working nose. 

"For now, though, you're going to have to watch the appetite. You may have to force yourself to eat."



3. Nothing Really Serious

ALEX GENTLY REMINDED me we had shopping to do. Though as stunned by my new diagnosis as I was, she immediately became my life support. Just by holding my hand, she allowed me to inhale and then exhale. Get out of the chair and find my purse. I was able to schedule the CT scan, walk to the elevator, and get the scan done. With Alex beside me, her hand in mine, I found the car in the parking lot and nodded in agreement when she suggested we stop at Macy's on the way home. Somehow I drove. I entered the department store and together we picked out a new sweater for Cam, a skirt for Caroline. Eventually I found my voice and began spouting platitudes: Aren't I lucky it's just my nose? Think of what others endure. People just go on. People live full, rich lives even when they're confined to wheelchairs and can't move, when they're deaf and blind—think about Helen Keller—and even when they know they're dying, for God's sake. People really are remarkable, aren't they? 

By the time Alex and I got home, my mood had gone from giddy to black. When I announced to my husband that I'd never smell again, something in his manner—his struck-dumb disbelief?—made me feel as if I were being pulled out to sea by an undertow. This sensation did not fade even as we talked. I watched as Cam rolled up newspapers and stuffed them under the fireplace grate, laid down the logs, and then lit the match, blowing on the tiny bluish flame to encourage it to spread so the thin birch log on the bottom would catch. Confessing my immediate fears (what would the CT scan discover?) to my husband was out of the question. I already knew the scan was nonsense. Dr. Cushing had found nothing suspicious when he put his scope up my nose, but he had made a curious comment. The long, thin olfactory bulb connects directly to the amygdala and the septum, which are parts of the limbic system, the structure that controls our most emotional and instinctive behaviors. Many physicians consider the organ for smell part of the limbic system, and not just because the two are located close to each other. Unlike images and sounds, one pathway for odors goes directly to the brain's emotion and memory centers without being filtered by the circuits involved in higher intelligence. 

Fear is a hard-wired emotion tied to survival. It is the amygdala's default setting, the primal emotion in all animals. In humans, brain areas responsible for problem-solving capabilities, such as superior vision and executive function, developed and formed in layers around the ancient midbrain, where the limbic system is located. But the midbrain maintained its primal status and situation, just upstream from the nasal passages. This means that once fear takes over, reason may be a help or a hindrance, but it will always be secondary. As Jonah Lehrer explains in his book How We Decide, contrary to popular (human) belief, we are a feeling species first, a thinking species second. This I knew from personal experience. Underlying my various worst-case scenarios—only yesterday I'd been fretting about schizophrenia, and now I was imagining inoperable cancer—was the grim reality that those crazy notions had been summoned to suppress: the reality of anosmia itself.  I can't smell and I don't know what that means. Without my sense of smell, the world would seem flat and featureless; tasteless too.

Don't go there.

Sitting by the fire with Cam, I painted an uncharitable picture of Dr. Cushing. Reasonableness and calm were impossible responses to such a catastrophic loss. The limbic system had taken full possession of my wits. Instead of overwhelming it with logical arguments, I tried to focus my overheated amygdala in a new direction, toward anger and away from fear. I put on my best scowl and raised my voice to stop its quavering. That man, I complained loudly, had been attached to his scope and headlamp so long, he seemed to think people were basically computers. He'd probably completely lose it if he found dog poop on his shoe.

"So he really thinks the Zicam zapped your nose?" Cam said.

"Are you trying to tell me you don't?" I snapped. "I'm just making this up? Is that what you really think?"

My husband sat beside me on the sofa. "Of course I don't think that," he said.

How I wished I could be angry, and that I could believe my husband.





In the film Groundhog Day, the character played by Bill Murray wakes up every day to find he's still living the previous one. Stuck in time, he is frozen in place. I was that character. I can't smell and I don't know what that means. The tape was my wake-up call, the shrill morning alarm that shattered the blessed relief of slumber and told the limbic system to rise and shine. Time to jolt the heart into overdrive and turn on the faucet marked  ACID to begin the gastrointestinal slow burn. Sleep was now out of the question unless I was willing to drug myself with a megadose of those little yellow pills, the tranquilizer called Ativan, which I wasn't, because as bad as this was, giving in to fear would be worse.

Cam seemed to have bought my misleading portrayal of Dr. Cushing. The poor man was undoubtedly a quack. Cam ridiculed the notion that a nasal spray could destroy a person's sense of smell. That it was he who'd recommended I use Zicam cemented his conviction that the cause was not some innocuous gel but the cold itself—"if in fact you actually have lost your smell."

Dr. Cushing called with good news: the CT scan was clear. I did not have a brain tumor. I heard a click on the upstairs line. Cam joined the conversation. The doctor reiterated that my anosmia was almost certainly permanent. He repeated his theory that Zicam was the cause, adding that Cam shouldn't blame himself; millions of people were using the stuff, even though it had only a placebo effect at best, and loss of olfactory function was an exceedingly rare, albeit tragic, consequence. He also told Cam that "there is no test."

This was in response to my husband's suggestion that he "stick something up there and take a look." Feeling defensive on the doctor's behalf, especially in light of my unkind remarks the night before, I reminded him that Dr. Cushing already had taken a look.

There was a test that I could self-administer, the doctor said. The University of Pennsylvania Smell Inventory Test (UPSIT) rates the severity and specificity of smell loss. It measures a person's ability to identify up to forty different odors. Dr. Cushing said he'd found such tests unhelpful, however. "If patients tell me they can identify smells, I know they're probably lying."


While I tried to interpret this bizarre statement, Cam used it as the basis for his budding theory of a psychosomatic cause for my phantosmia. He suggested to Dr. Cushing that maybe I was just imagining all this. "She gets migraine headaches too," he told the doctor. "Emotional stress can have physical manifestations, isn't that so?" 

Dr. Cushing said he left that sort of thing to the psychiatrists and maybe I should see one. All he had to go on was my own testimony that I was smelling foul odors, a classic sign of a damaged receptor sheet. Then he wished us both good luck and reminded me to come back in three weeks so he could check my "progress." He signed off on what he must have thought sounded like a positive note: "Remember what I said. You won't be smelling a thing by Christmas. The treatment usually takes about four days to start working."

Cam immediately suggested we see a psychiatrist. He said he'd come with me. If the psychiatrist believed, as Cam did, that the awful odors were psychological, then all I'd have to do was "let them go" and get on with the task of sorting out the real cause of my distress. The psychiatrist would help me. We'd have long talks. Eventually we'd talk my troubles away.





"You are obviously extremely anxious," the psychiatrist said.

Then he asked me how my mood was, apart from the anxiety, and had me count backward from one hundred by sevens. I got to ninety-three. What was going on? I used to be able to count backward by sevens.

Apparently satisfied, the psychiatrist scribbled the name of a new drug on a prescription pad, along with an Ativan refill. The drug was Lexapro, one of the SSRIs (selective serotonin reuptake inhibitors) that Dr. Cushing had told me about. The Ativan would keep my anxiety under control while the SSRI built up in my system. That could take a month or more. "Everyone reacts differently." The SSRI, if it worked, would deal with the chemical cause of my tendency to hit the panic button, as Cam often referred to that aspect of my personality. And it was not addictive. Nor would it put me into an altered state that could be habit-forming, as the yellow pills had been known to do. As for the tricyclics, he assured us that they were perfectly safe. While he hadn't heard of phantosmia, he had read some phantom-limb-syndrome case studies in medical school. Not long ago he'd treated a veteran with PLS. Awful stuff. Worse than losing the leg, the amputee had told him. "Almost as bad as the nightmares. The poor kid had done a tour in Iraq," the psychiatrist explained. 

Driving home, Cam went on about "what a nice guy" and "how helpful" while my thinking brain totted up the clues and ran them by the limbic system. Then it dawned on me what had been going on in that office. The counting-backward exercise made perfect sense. The psychiatrist was testing me for early signs of Alzheimer's. Phantosmia was just the opening salvo. I was on my way to complete mental and physical disintegration.





Caroline had arranged to take a bus home from Madison for midwinter break. I tried to get some work done before picking her up at the Greyhound depot. The bills had been piling up. I noticed as I signed the first of the checks that the pen wobbled in my hand. I seemed to have acquired an elderly person's penmanship. I already had a slight tremor. It had started maybe three years ago, and it came and went like a cat. I'd decided to ignore it after my doctor guessed that I'd damaged a nerve in my neck hauling flagstones for a terrace I'd installed one spring.


But this morning the tremor was definitely more pronounced. What's more, I couldn't seem to focus my eyes. The fine print on the checks was blurry. Was my vision going now too? That ruled out Alzheimer's. I couldn't help myself. I went online and immediately hit pay dirt. Smell dysfunction and blurred vision are both early warning signs of multiple sclerosis. The disease has no known cause and often attacks women during and immediately after menopause. 





Caroline wasn't hard to pick out among the students filing off the bus. Her heavy, almost waist-length brown hair had been shoved up into a bulging topknot that listed toward her left ear. She wore bright red Badger sweatpants and a black North Face parka with duct tape wrapped around the sleeve where she'd snagged it on something and opened a half-l nch gash in the fabric.

Before long I was dropping hints about eye trouble.

"Do you think you should be driving, Mom?" Caroline asked. Her sense of humor was intact.

"Do you think we'll get to see you without that parka on?" I shot back.

I suspected she slept in it. Maybe it was a substitute for the stuffed monkey she'd had since she was four and left at home when she went to college. The parka usually smelled of her favorite perfume, a new woodsy scent by Ralph Lauren, and body odor. This morning, the smell sent my nose into overdrive. Just as Cam's shaving cream had that first awful morning after I returned from Madison. Just as toothpaste did, and coffee, and perfume. It seemed that the stronger and more familiar the actual odor was, the worse the surrogate my brain conjured up to take its place. Perhaps a few of my odor receptors still had some life but distorted the smells they detected, or maybe my brain was just freaking out. I couldn't tell if the smells were distortions of actual odors or complete inventions. But the overwhelming result was a huge disconnect between my brain and the outside world. 

"It's probably just the tricyclic," I said in reference to my blurred vision.

"Probably?"

I'd left the door open a crack with that word. I wanted to be ready in case—well, just in case. Caroline stared out the window, exasperation writ large in her body language. Then she turned on the radio and complained noisily when it refused to cough up a tolerable tune. After a while she turned the radio off.

"So how are you really, Mom?" she asked. "Is the drug working? Still smelling things?"

She did not take her eyes off the dashboard. Children aren't supposed to play parent. I let the question hang in the air. Then I said that people were being very kind; they tried hard to understand. How do you sympathize with a person with nose trouble? It's not like seeing a blind man crossing a street with only a white cane to guide him. Or having to shout at a deaf aunt to make yourself heard. Lots of my friends told me they couldn't imagine what I was going through. At least they were honest.

I still hadn't answered my daughter's question. How was I, really?

"Are you scared, Mom?" Caroline finally asked. "I'd be scared."

"I keep thinking the doctors know something I don't," I said. I mumbled the name of today's dread disease: MS.

"Well, I think it's syphilis. Who've you been hanging out with? Some retard gardener, probably. Have you told Dad?"


Sarcasm added a dark bass note to her husky voice. We didn't speak for a couple of minutes. "Who gets phantosmia?" I finally asked. "That shrink hadn't even heard of it. My internist told me I had burning mouth syndrome and that it was psychiatric. Now this other syndrome. Is this whole phantosmia thing a cover? Does everyone think I'm a nut case?" 

"Mom, stop!" Caroline said.

I stopped. My vision returned to normal in just twenty-four hours. So it was the amitriptyline. But I was still smelling things—horrible things—that no one else could.
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