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For Simon, even after all the changes
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AUTHOR’S NOTE

When a fistful of serious health issues struck me in my twenties, I saw how being young and female was inextricably linked to my experience. That I looked bright-eyed and “feminine” affected how others responded to me, too. Often, people thought that I looked great! or pretty! or young! and that I therefore couldn’t possibly be sick. So I began to interview other young women who’d been through a lot. And I saw that for each person I met, words carried their own meaning.

Language is a tricky thing, especially when we try to capture what’s happening in our bodies and in our culture. Words like “health,” “healthy,” “sick,” “illness,” and “disability” are always relative and always loaded, rarely static, and often problematic. Words like “women,” too. Our definitions are constantly in flux—as are, for instance, the laws that govern our rights. Whose bodies count? Whose bodies do we systematically inconvenience or overlook? In this book, I’ve tried to be mindful of the fact that a phrase that resonates with one person may feel prickly, even hurtful, to another. Some women I’ve met identified as having a health issue, some as having a disability. Some spoke of how their sexuality, gender identity, or race intersects with their experience, while other women—often those who face less discrimination or who have more privilege—didn’t bring up those aspects of identity nearly as much.

I’m also aware that one small book trying to start a big conversation can’t possibly discuss every type of health issue out there. Nor have I captured a perfect cross-section of women. That said, by trying to interview women from different backgrounds—whether in terms of gender identity, race, sexuality, geography, economic status, or beliefs—I hope to sketch a picture of what it’s like to be young, female-identified, and dealing with the constant pressure to seem youthful and carefree, no matter what one’s body is going through.


PART 1

Could Someone Love This Body of Mine

He must see my scar, I think, but the bar is dimly lit, as bars are, and for the first time I understand the lighting. The back room that I had to shimmy through a crowd to get to is hopefully dark enough to hide the red slash across my neck. Hopefully.

The guy in question is asking about the vintage pin on my coat. I AM A TRAINEE PLEASE BE PATIENT, it reads. Mustard yellow, all caps, no punctuation.

“Oh yeah, I got it at a thrift shop, sort of a fancy junk shop,” I tell him. “Probably some person in 1972 was miserable when they had to wear it while training for, I dunno, a cashier job or something, and now I’m the jerk who misappropriated it years later and stuck it on my jacket to be hip.”

“I’m Simon,” he says. He seems amused by my self-deprecating answer. I don’t mention the part about how the pin doubles as an existential joke, some cheesy thing about how we’re all just trainees. Simon seems to get it. I don’t mention, either, the hope flickering in my head that people I meet will be patient with my body.

We talk for an hour at first. Simon is charming, an unexpected highlight after a bookstore reading I’d gone to with a coworker. The friends he’d been at the bar with and my friend from work wave to us, comically wink at us, but it doesn’t register. We talk for four more hours until, at some point, we realize how late it is, that everyone else has left. Then, finally, we kiss.

On our first official date a few days later, Simon asks about my neck. “What’s that scar from? Is it new?”

“Uhh ... you should have seen the other guy,” I say, which is ridiculous, really, because I despise when people say that. I despise that phrase in particular and I despise clichéd euphemistic cover-ups in general, but I say it anyway. I’m not going to tell this sort-of stranger that I look like a regular chick and all but actually just had my thyroid cut out. That the cancer had spread from a butterfly-shaped organ we forget helps keep us alive and asserted itself in several of my lymph nodes. That in a few weeks I’ll need radioactive treatment to kill the remaining cancer cells that might be swimming in my neck. Or that I’ll be quarantined during the treatment, a biohazard. No way.

Once you have a health problem, it’s over. It’s a comment I both recall hearing and yet can’t pin down: a woman, or an amalgam of women, in person, on television, warning me that what happened to her will happen to me. Women who told me about the men who left them, who couldn’t handle illness or just didn’t want to or—what’s the difference? Young acquaintances whose partners got squeamish the moment health issues came up. Older friends, too, with resigned looks on their faces as they remembered their early twenties. The decades they’ve spent dealing with their health and then, on top of it, with lovers who ran away.

But when I became that twentysomething with an array of medical issues (hip surgery, mast-cell activation syndrome, Lyme disease, thyroid cancer—an improbable series of health crises that swiftly changed my idea of youth), I realized how many young women deal with the same. And because my father, who’d had multiple sclerosis, ended his life in the midst of my own health experiences, I became even more aware of the ways that different people react to their bodies. Unlike my father, though, I wanted very much to live.

So I began to gather stories. I learned how women from across the country dealt with no longer feeling invincible like their young peers. How they feared being rejected if they mentioned their health issues. How that fear often motivated them to hide the ways their bodies worked. I heard about the actual rejections they’d experienced, in the workplace and in social settings, and how our culture led them to expect the worst even from partners and bosses and friends who seemed to wholeheartedly accept them. How gender norms and the idea of “perfect” young bodies played out in both queer and heterosexual relationships, and how the specter of feeling like a freak hovered above them differently.

In a 2012 study from the journal Qualitative Social Work, researchers explore young women’s reflections on having a serious illness.1 One of their main findings is that the women feel “off time”—out of sync with what they were taught it means to be young, because their bodies started breaking down much earlier than they’d expected them to.

One thirty-three-year-old woman who experienced menopausal symptoms from breast cancer treatment put it this way: the things that happen to an older woman are happening to you at the wrong time. Another person couldn’t relate to the women she met with the same disease because they were all older and already had kids, even grandkids. They didn’t know what it was like to be the only one struck by serious illness among young, carefree, illness-free friends.

And serious illness, the researchers explain, leads some women to renegotiate their expectations for their young-adult years and beyond. I’ve met women who, when they suddenly discover they have a disease, begin to distrust their immune systems, to feel betrayed by their own bodies, to worry about how they’ll have to adapt—and to brace themselves for something else to “go wrong.”

While plenty of people with a disability or health condition don’t consider it something wrong at all and would find that term—something wrong—quite problematic, even offensive, it’s one of the reactions I’ve encountered, both in myself and in others. When you’re at a party one day and in the hospital the next, or were born with sickle cell anemia and later learn you have a tumor, it can make you wonder: What’ll strike next?

There are many people who don’t have this negative view of their bodies. I don’t want to feed into a problematic narrative that everyone with a health issue is upset about it, as that would erase many people’s lived experience.2 At the same time, I can’t pretend that I’m not upset about my surgeries or my cancer. I used to go on long runs every day and once found running the only way I could sort out my thoughts. I also used to have a thyroid. Back then, I could stay alive without relying on medicine. I can’t pretend that I don’t feel angry at the universe now that I can’t do those things.

And for many young women, factoring in the ways they must adapt can be exhausting. The visits to doctors that no one else their age has to deal with. The way joint pain or surgery or a neurological change affects their relationship and career goals, their fears of being accepted or employed in a world run mostly by nondisabled people. For instance, as one study found, young people with lupus felt that their identity was now marred. The participants felt self-conscious and isolated. They believed that their bodies misrepresented them and that their ability to travel or find meaningful careers was more limited. “Well if I want to live overseas or something, or do backpacking,” one twenty-six-year-old woman said, “I can’t do it because if I run out of medication that’s it, it’s the end of the world for me.”3

Feeling hemmed in by the way you need to adapt when all you want to do is go out and be young and explore can affect not just you, but how you interact with other people. And this is largely due to the biased way we are taught to view various bodies—and our lack of willingness, on a societal level, to accommodate them. If, say, a young woman always needs to be within an hour of a hospital, can she date someone who wants to visit remote spots in the wilderness? Can she explain why, although she loves camping, she no longer feels safe being out in the middle of nowhere, away from emergency care? Will the twenty-five-year-old she’s on a date with understand if the woman needs to limit the number of blocks she walks because she has early-onset arthritis? Will anyone her age still think she’s fun and lively if she tells a good story, then has to go lie down?

Of course, one day, everyone’s bodies will decline. But if you’re young—say, between eighteen and thirty-five—you don’t expect it to happen yet. You are, as one young-adult cancer survivor puts it, suddenly facing “the tasks of youth with a challenged world view and a compromised physiology.”4 You’re a woman who’s barely out of high school or college, or you’re thirty and supposedly at your sexual peak. You’re in pain, or you need to be cut open, or your immune system is weak, or it’s overly strong, or there’s a tumor or a faulty valve, or your blood pressure is out of whack. You are strange to your “healthy” friends, who perhaps want to understand, but can’t. You are strange to the older women you meet—women who cluck and say, “Too young.”

And on top of that, what you keep hearing, whether you’re single or partnered, is that you’re already in danger of being ditched.

At Thanksgiving a few years ago, I told a cousin about my health issues, how they’d knocked me off course the past year. She was around fifty at the time and said I reminded her of herself in her twenties. Back then, she’d been an actress, a jazz singer, a young woman with a boyfriend. All that (with incredible cheekbones, I should add) when she was diagnosed with an autoimmune disease. At which point, she told me, her boyfriend chose to leave her.

My cousin’s story was just one of many that sparked a feeling—the constant, dull fear of being left when illness creeps in. A fear that hummed in me when I went on dates, careful not to mention the surgery I’d undergo the following week. A fear that prevents many young women from even trying to meet someone, because who, after all, would want to kiss a body in early decay?

Fear isn’t always based in reality. You can hold a spider that has no venom and realize how fragile it is. You can wade into a pool and see that, no, though the water laps past you toward the drain, you aren’t sucked in with it.

But instead of proving that your worries are unsubstantiated, reality sometimes shows you just how warranted they might be.

Take Newt Gingrich. The story of how the politician ditched his wife when she was undergoing cancer treatment has stuck with me, and stuck with many of us. It’s appeared in numerous newspapers, magazines, online stories, and broadcasts: Gingrich at the hospital with his daughters to see his then-separated wife, Jackie, right after her third cancer-related surgery. Gingrich demanding they move on with the divorce, even as Jackie lies in a hospital bed.5

And then, there’s another one. Gingrich’s second wife, Marianne, told ABC News that she, too, had been hit with a serious health issue just before her husband moved for divorce.6 He had been in the room with her, she said, when the doctor diagnosed her with MS. Gingrich left her within a matter of months.

There’s also Padma Lakshmi, the writer and Top Chef host who revealed that during her marriage to famed author Salman Rushdie, he had called her “a bad investment” because she had endometriosis.7

But it’s not just about public figures. These stories come from everyday people, too.

A former colleague recently told me over tacos about a friend of hers from college, a young woman named Helena who had ovarian cancer in her twenties. Helena and her boyfriend were more or less engaged and very committed to each other. Deeply so. But after the ovarian cancer, her boyfriend broke off the relationship. The illness, he said—even though it was in remission—made him afraid of losing her. So he lost her on purpose instead.

As we finished our meal, I silently, reluctantly, added this last tale to my mental file. “That’s exactly what I’m talking about,” I said. “That’s exactly what makes young women like me feel rejected, preemptively.”

My old coworker wasn’t done. There was a second half to the story, she said. Helena eventually dated someone new. Since they were falling for each other quickly, she decided to be up-front about her health. She told the guy that although she’d been in remission for a while and was healthy and cancer-free, there was still a small chance that she might not be able to have kids. Helena wasn’t even sure about this possibility—for all she knew, she’d be just fine getting pregnant and delivering. But she wanted to let him know, just in case.

That guy broke up with Helena, too. He said he was falling for her hard, but couldn’t commit to a woman who might not be able to give birth. So he left her. Two in a row.

A while later, I looked at the research. In 2001, researchers at the annual meeting of the American Society of Clinical Oncology reported on their study of heterosexual married couples where either the husband or the wife had a brain tumor. They said that men were almost ten times more likely to leave women with brain tumors than women were likely to leave men with the same disease.8 Ten.

One of the researchers points out a staggering gender disparity with other illnesses, too, including MS and lung cancer. In the case of lung cancer, their research suggests that women are 5.7 times more at risk of divorce than men with the same diagnosis: “The risk factor [for divorce] is still high,” the researcher says, “and it’s still the men who walk away.”9

The men who walk away.

I wanted to find more studies, ones that reflected more kinds of relationships—between people who aren’t defined by marriage, and between partners of various genders and sexualities. At the same time, I knew that the existence of any studies on women and illness and relationships was a big deal. Research still skews toward the bodies and experiences of straight cisgender white men (for more on this problem, see part 4).

In another study, this one from 2015, researchers at Iowa State University looked at illness and divorce—inspired, they said, by Gingrich himself.10 They wanted to see how cancer, heart disease, lung disease, and stroke affected heterosexual marriages. They found that in hetero couples, heart issues in a woman are associated with an elevated risk of divorce.11 And the New York Times, in reporting on a 2009 study from the journal Cancer, put it this way: “Divorce Risk Higher When Wife Gets Sick.” According to that study, conducted over several years by some of the same researchers who presented at the oncology conference, women who’d been diagnosed with a serious illness were nearly seven times more likely to become separated or divorced than similarly diagnosed men.12

I already knew this discrepancy existed, I thought. I knew this every time I went on a date with a guy, even if for me the ideal relationship wouldn’t include marriage. I knew this from all the stories I’d heard; I knew it instinctively. The illness of one kind of partner—a woman—was treated differently than the illness of a man. And although having a medical issue strike at any age can be scary and painful, having it strike when your peers still think the word young means immortal makes things even more complicated. Researchers at the University of Utah, for instance, found that people with chronic illness in earlier adulthood, along with their spouses, may find the illness more stressful than do couples who are older.13

I’d harbored a vague hope for a while before admitting it to myself in words: that as I dated people and maybe found a partner of some sort, I would come across someone who had been through hard things, too. Maybe the person had had cancer or a joint condition. Yes, I was hoping that I would find someone whose body was “messed up” like mine. Or at least someone who, like me, had experienced the death of a young parent—anything that would make them understand what it’s like to feel old and weary as a twentysomething.

My father’s death might have made me weary even if it hadn’t been connected to health. But when, after talking about suicide for years as his MS symptoms got worse, my father killed himself as a form of euthanasia, his death took everything out of me. I was mourning my dad and, I now realize, grappling with his attitudes toward disability. I respected his sense of autonomy over his own body when it was in extreme pain. I also now wonder, as I recall how ashamed he was at the ways he had to adapt to his disease, how much the cultural and legal history of telling people that their bodies are too shameful to live with affected his sense of self-worth. He used to say that “good” people didn’t try to live through a debilitating disease—that only the “evil” ones cling to life. How much of that mind-set came from his growing up in a world where so-called ugly laws that banned people with disabilities on the street still existed—laws that weren’t fully repealed until the 1970s?14 How much did the wide sweep of eugenics, and a general attitude that society doesn’t care about people with disabilities, play a role in how he viewed himself?

The complex nature of my dad’s death aside, I knew that other young people might understand me a little more, even if their health was fine, if they’d gone through a similar family loss. I didn’t want to wish something bad on a person. But if I met someone great who happened to also recognize their own mortality, unlike most of our young peers, I might not have to hide parts of myself. We’d feel, I thought, more like we were going through something together, not that one of us had to wait around while the other one dealt with her health shit. It’d be like a longer-term version of when you and someone you’re dating both get food poisoning. In fact, I thought, that kind of camaraderie didn’t sound so bad. Not because feeling your stomach lining turn to daggers is particularly fun, or because the complete disruption of your body is itself a fond memory. But when you and another person are both sick with the same thing, at the same time, in the same way, you bond. You enter a realm of sticky-clothes romance, full of acrid sweat that might otherwise seem gross but in this moment means you’re together. There’s the way you take turns doubling over, listing out loud to each other which food might be the culprit. Could it have been the lo mein? you ask. Maybe. But we also had that ice cream, the other says. I’ve never heard of food poisoning from mint chocolate chip—and so on, until one of you grabs your midsection in pain. You share the same pain and the same bodily revolt. Both of you are equally wretched, neither of you the killjoy.

In my junior year of college, my then boyfriend and I took a trip to Costa Rica. Our relationship was somewhat nice, somewhat terrible. But we were in love, and so we found a tiny spice farm with a few boarder rooms and took a three-hour bus ride on the side of a cliff to get to the rural hostel. We helped plant watermelons, chopped down sugarcane, and drove to a nature preserve to spot monkeys and bright-colored crabs.

The vegetables in the sandwiches we ate one day must have been washed with tap water, though: we woke up at four in the morning clutching our middles and writhing in pain. For the next two days, we expelled our meal into a toilet so rustic it had no door, though it was attached to our room. Nothing could be less sexy. And yet, this was the moment that our two-and-a-half-year partnership was the strongest. It’s what we reminisced about years later as the most counterintuitively wonderful time in our coupledom. Shared physical vulnerability, we learned, can become a bizarre aphrodisiac, a bond that is gross and uncomfortable but ultimately positive.

Not so when it is just one of you and the health issue isn’t temporary.

“I’m not going to tell him where I’m sick,” a student of mine said. We were meeting to discuss a draft of hers after our evening journalism class. And we were talking about how her recent absences were affecting not just her ability to keep up with classwork but also her personal life. Mara had undergone three surgeries in just one week. And she was trying to feel as normal as possible and do all her work despite her medical meltdown.

First, she said, she had felt a sudden terrible pain. A doctor performed a small procedure to remove a ruptured cyst. She didn’t tell me where exactly the cyst was, but only said that it was somewhere too embarrassing to tell a guy.

Mara was nineteen, a sophomore, and focused on school and friends, even though her body often did strange, painful things that needed a rush of medical attention. So when she got back to school after the surgery, she tried to hang out with her classmates as if nothing had happened. But when the pain set in a few days later, she raced back to the doctor. The site had become infected, he said. He had to open her back up. When that procedure didn’t quite work, either, the doctor told her to go to the hospital. He’d need to do a more complicated operation with general anesthesia.

Mara wasn’t happy about the pain or about waking to oxygen tubes up her nose. But she is used to it now, she told me. Used to having a young woman’s body that looks “normal” on the outside but has a whole lot of weird things within. She has severe irritable bowel syndrome, she said—but would never tell the boy she’s been seeing: too gross. Who wants to hear about an irritable bowel, she thought, even if for her it means serious health consequences? She has to eat only known ingredients, can’t have anything from the dining hall where her friends eat every night, and sometimes has a sudden bout for which she needs an emergency infusion of medicine.

Her father had offered to drive her around during the week of endless surgery on the part of her body she wouldn’t mention. In case it hurts to sit, he’d said.

“Ewww,” Mara said, as we stood in our classroom. “I don’t want to talk to my dad about that!”

And she certainly didn’t want to talk about it with the boy she’d been hooking up with, even though he kept asking her what was wrong.

“I lie all the time,” Mara confided, after I told her that I’ve been through a hellish combination of illnesses at a young age, too. “Like when he asked me where I had surgery. I told him it was my upper leg. He doesn’t need to know where it really is.”

When young women with serious illness talk to each other privately, we tend to trade details of what we consider our grossest moments. I had this tube up my nose and the anesthesiologist came in and I realized he was cute and my age! Or, I didn’t want to explain to the guy on our fourth date that I had a giant strip of gauze absorbing pus from my stomach—so gross, right? So when we started to make out, I just said I was tired. Easier than having him see that.

After participating in enough of these conversations, I’ve noticed how many of them center on sex and romance, or the glimmer of it. Will someone think I’m gross, and is that person already scrutinizing my body? As if women don’t have enough to worry about.

I’ve also noticed that these conversations about grossing the other person out with one’s health issues tend to be about men. What will this guy think when he sees/hears/feels my tube/history/scar? As someone who dated men for many years before realizing, a bit late in the game, that I’m far more gay than straight, I’ve noticed, anecdotally, some differences with dating women (or dating people who identify as nonbinary). While the fear of being rejected for my health issues has certainly not gone away completely, it was far more palpable with men. During the years that I went on dates exclusively with guys and thought that men were the only ones who could make me feel electric, I knew that I was expected to be the woman in the relationship. Even if these were the types of guys my friends and I considered feminist, or enlightened—men who don’t consciously expect the woman to be a certain way—those deep cultural forces and beauty standards and gender roles were still there in the relationship, pinning us down.

That said, expectations for gender roles and bodies don’t vanish just because neither of the people in a relationship is a man. Plenty of women who date other women or who date people who are nonbinary or genderqueer still feel self-conscious that their bodies may not work or look the way they think their partners would like. Or, they worry that they might be bothering their partners with their health issues. But there seems to be more of a precedent for cisgender men rejecting women for their health.

So when at twenty-six I undressed at Mount Sinai Hospital and got ready to have my thyroid cut out, being boyfriendless didn’t seem so bad. A doctor was about to slice into my neck and pull out a cluster of small tumors and one of the organs that kept me alive. What a relief, in a way, not to have to explain it to a guy.

My anesthesiologist, it turned out, was in fact young and good-looking. And beyond that, he worked with patients and surgeries every day, which meant he understood, perhaps, that a person is not the most freakish of freaks just because she is young and in the hospital. As he stood in his blue mask above my bed in the presurgery room, I was suddenly embarrassed at how drawn my face must have looked after the required fast and how tired and scared I must have seemed. But I was also excited to meet an attractive person who maybe knew how to see past my health status.

“You’re so small,” the anesthesiologist said softly, as he and the rest of the medical team transferred me to the operating table. And somehow, in some misogynistically socialized part of my brain, small was a compliment, the moment was now happier, and the frightening procedure that could rob me of my vocal chords, if not fail to remove all the cancer, was now that much less scary.

A week went by. I thought a lot about how strange it was to live without a major organ, to rely on medicine that comes in a disposable plastic bottle, and to walk around with an empty neck.

The anesthesiologist called to see how I was doing post-procedure. Routine, perhaps. Then I remembered a conversation we’d had at the hospital. “So how exactly does anesthesia work?” I’d asked. “We’re not completely sure,” he’d replied.

As a writer, the question intrigued me—as did the anesthesiologist himself. I decided to challenge my idea of what women’s bodies had to look like to be desirable. That, or I wanted some validation from a person who wasn’t afraid of medical problems. So, after finding his e-mail address in the hospital directory, I sent him a message. I wanted to hear more about how doctors like him didn’t understand the chemicals they used, I said. For a story I’d pitch to my editor.

In fact, I did want to write an article about anesthesiologists admitting that they don’t quite know how things work, that the medicine they pump into you before surgery brings you into a state of unconsciousness in a somewhat mysterious way. But really, I had the idea that getting coffee to interview him would then turn into a date.

So I wrote what I hoped was a charming e-mail, admitting that the whole thing was a bit unorthodox. Here’s where I work as a journalist, I said. Here’s the kind of story I’d like to interview you for. And then, toward the end:


In sum: I’d love to pick your brain (unfortunate pun) on both the science and the art of being a budding anesthesiologist. It does feel sliiiightly embarrassing to email someone who’s (a) put a tube down my throat, (b) seen me in unflattering hospital garb, and (c) watched someone slice my neck. But hey, it can only go up from here, right?



The anesthesiologist agreed after checking with his supervisor. We met for coffee at a boring Starbucks he’d suggested. He wasn’t, I realized, as cute without the blue face mask below his eyes, and he wasn’t as cute, either, when I was in a less vulnerable position.

Slightly less vulnerable, that is. I was still his patient of a week ago and had a bright red slash across my neck where another doctor had scalpeled me. But this time I was upright, wearing more than paper, and not about to fall unconscious.

We had an okay discussion about anesthesiology—the science was more fascinating than he was, I decided—and ended up getting into some clichéd philosophical talk about the physical substrate of the mind. He kind of went on and on. It wasn’t so interesting.

When he suddenly checked the time and had to go, I got the feeling he had a girlfriend waiting for him to make dinner. But I was far from crestfallen. Although I’d have bragging rights as the only one of my friends who’d ever asked out a person from her surgical team, this real-life version of the man seemed far from the one who’d felt sparkling in the weird, sterile hospital room.

“I asked out my anesthesiologist!” I announced to several friends. It felt easier than telling my fellow twentysomethings what was really going on: I am exhausted. My scar stings the walls of my throat when I talk. I’m scared of the next phase of treatment.

It felt more relevant to say I had tried to squeeze romance out of a funny-sad circumstance.

A few days later, I was back at work and mentioned the mysteries-of-anesthesia story to one of the senior editors. I told her how I’d interviewed my own doctor, who had admitted that even he didn’t know how anesthetics or unconscious states worked. How bizarre, I said, that specialists all over the world control our brains during operations, leading us somewhere between sleep and death, without really understanding how.

Not enough of the magazine’s readers could relate to having surgery and anesthesia, the editor said. The topic just isn’t relevant to a wider audience.

Somewhere in me, I knew she was wrong. I could have told her that in the United States, we collectively have fifty-one million inpatient surgeries a year. That many people—all kinds of people, including many of our readers—have operations. But I let it go, because in that moment, I believed her: that somehow I was an outlier and that health wasn’t a mainstream issue.

A month later, my scar was still bright red, raw. Oh god, what’s that slash across your neck!? a few people asked. It seemed to alarm everyone who spotted it. I didn’t want to go to a dinner or another gathering with strangers, even though I finally had the energy for it. I didn’t want to have to answer the question.

But there was a reading I wanted to attend at the Housing Works bookstore in SoHo, and I decided it was worth being out with my red-slashed neck. I went with a work friend and felt momentarily like a young woman who hadn’t just undergone cancer surgery.

After the reading, there was a casual after-party. The booksellers shuffled us toward a nearby bar, and that’s where I met Simon. That’s where I hoped that the bar was too dim for him to see my scar.

A few wonderful dates later, I was vibrating with liking Simon more than I’d liked anyone in years—Simon, who knew nothing of how difficult my twenties had been thus far, with my throat closing up unexpectedly, several near-death moments, and now cancer. I couldn’t fathom telling him about the radioactive hazard I would become in just two weeks or the strict diet I’d have to follow every day leading up to the treatment.

“Just fib and tell him you’ll be out of town for a while,” my friend Janice suggested. She, like me, seemed vivacious on the outside while internally she was gnarled with medical problems. She’d had heart surgery three times, starting in college, but you wouldn’t know it talking to her. Not without glimpsing the armory of heart pills she kept at home or the part of her chest that she covered with clothes. And like me, Janice dreaded the smashing of her healthy-looking facade. She had gone on a date a few days before her last surgery and laughed and distracted herself and told the guy nothing. It seemed natural to her that if Simon and I had spent just a few days together, I didn’t need to tell him my whole story.

The problem was, I reminded Janice, I have never been good at lying. Even when I want to, I fail. I leak truth.

“Remember that awful date with the illustrator?” I asked. Oof—Janice remembered. A few years earlier, in a foreshadowing of my dilemma with Simon, I’d met a guy in the middle of a strange, scary medical period. He was a cute illustrator. When he asked me out to dinner, I couldn’t fathom telling him that I was recovering from being a few seconds from death when my throat had closed up out of nowhere. Because really, how could I reveal that I’d come within thirty seconds of dying, been revived at the emergency room, and now was allowed to eat white rice, plainly cooked eggs, spinach, and one species of apple until doctors figured out if there was a food trigger?

So I scoured the menus of restaurants near my office and found a crappy place that offered eggs for dinner. This restaurant pretended to be nice but was really a glorified diner, just without the interesting kitsch. All it had was bad food and a touristy atmosphere. Embarrassing. But it had eggs, and so I wouldn’t risk dying, and that, well, seemed key. I lied and told the illustrator I’d heard great things about the eatery. Then, when we got there, I feigned surprise that the place was a dump—I swore that someone had recommended it. “Let’s just try it, I guess?” was how I weakly put it, even though the illustrator and I were within feet of better restaurants.

I watched him frown at his plate of mediocre food. Then I spent the whole dinner wondering if the cooking oil coating my spinach omelet was safe for me to eat. My doctors might think even this was too risky, I realized. And if a hidden ingredient did in fact trigger something dangerous, I’d have to tell my date, after all, what my deal was, and he would need to stab my thigh with an epinephrine injector to save my life.

The date didn’t go very well.15

So, back to the crisis at hand, I said to Janice. Her idea to tell Simon that I was on vacation instead of in cancer treatment might work for somebody else, but I wasn’t that somebody. With the illustrator, I hadn’t even been able to get through one meal based on lies. And if Simon and I went on a few more dates, we’d reach the day that my radioactive treatment preparation would start, when I would have to cook all my food, even snacks, and couldn’t have many basic ingredients. On that day, at the very latest, I’d have to explain things to him, instead of trying to cover them up.

It was a Monday night. Simon and I met after work. Both of us surged with new infatuation, but only I surged with the anxiety of an unhappy secret. Simon had just learned about the historic landmarks in his neighborhood by taking a city-sponsored tour. Tonight, he took me on his version of it, pointing to the same hidden gargoyles and paint-flecked arches that the professional tour guides had. His ability to describe architecture from the late nineteenth century without the cockiness I too often found in potential mates had me swooning. Here was the rare young man who had a host of bright tail feathers yet didn’t seem to notice them, let alone preen.

I didn’t want to spoil the ease of the evening with my news. But I had to, or else I’d truly have to pretend to be away for weeks and weeks and describe a vacation to cover up a hospital stay. So when we got back to Simon’s living room, I clenched my shoulders and suggested that he sit down. My underarms were noxious with anxiety sweat. I didn’t care about the sweat, though, as long as I could say what I needed to and hopefully not be another woman with a story of being ditched.

“The scar is from thyroid cancer,” I said. “My surgery was just a few weeks ago. And while that answers your question about why my neck looks so red, there’s actually more.”

This was the year that the Fukushima nuclear reactor had erupted in Japan. Simon and I had both seen the footage on every news channel: the haunting images of a damaged reactor, the people scurrying away from danger. Reporters described how crowds of Japanese citizens rushed to take iodine pills, a method to block their thyroids from absorbing radioactivity from the disaster. Weirdly, I told Simon, the way you treat thyroid cancer is by doing the opposite. You swallow a radioactive form of iodine that doesn’t block radioactivity, but causes it.

In just a few weeks, I explained, I’d take the opposite of the pill that people near Fukushima were taking. A team of doctors would make me radioactive on purpose in the hopes of killing off any cancerous thyroid cells left over after surgery. It was bizarre enough without Fukushima, but the timing made it much stranger.

After explaining all of this, I paused. Simon was quiet. I took this to mean he was taken aback. How could a thirty-year-old guy want to be part of this? How could anyone following the news want to sleep with a twenty-six-year-old woman who was not running from but imbibing radioactivity?

“Thank you for telling me,” he said. It was a whisper.

“But aren’t you freaked out?” I asked. “I’m going to be radioactive!”

“I’m fascinated more than freaked out,” he said. “And anyhow, ‘Radioactive Michele’ sounds like a superhero name.” He smiled.

So I told him there was still more. For the fourteen days leading up to my mutant state, I couldn’t eat food prepared by anyone else lest it contain a trace of iodine. The doctor of nuclear medicine—there was such a thing, I informed Simon, and the sci-fi nature of the phrase doctor of nuclear medicine had shocked me, too—said I could not even think of going to restaurants. I could not even eat plain rice from a takeout place because it surely contained iodized salt. And when I cooked for myself, which was the only option next to eating raw fruit all day, I couldn’t use egg yolks or milk or cheese or butter or pasta sauce or a host of other things that might have comforted me. None of that, no comfort.

And, so, no dinner dates. If I had even a dusting of food with naturally occurring iodine, it would jeopardize my thyroid cells’ ability to absorb the radioactive form of the element in a few weeks. I could not even go for a cocktail, the doctor said, in case some salt crept into the glass. I could not make a mistake.

I’d also have to go off the medicine that replaced my thyroid hormones for several weeks. That would make my body and mind slow down. I wouldn’t be able to walk outside much or concentrate—maybe not even read.

Simon, again, seemed unfazed. I was the one who could barely make eye contact, who was sweating, and who assumed that by the time I sat in my hospital isolation room, Simon would be out to dinner with some other young woman, one who couldn’t be nicknamed Mothra. But he was fine with everything, he said. He only felt bad that I had to go through it—and that I was even worried he’d run away.

There’s a reason for that, I told Simon. There’s a reason I thought you might flee.

[image: ]

During my research, I meet a woman named Vita, who identifies as a straight, half-Mexican woman of color. Vita was twenty-three when she was diagnosed with multiple sclerosis. After flings and more casual hookup partners, she tried dating. She had read blog posts about people hiding their disability, but that wasn’t her style.

There was a guy she’d worked with occasionally, someone she’d known for a number of years and had always thought was cute. They went on a first date and then a second. In the spirit of not hiding things, she mentioned her MS.

Vita and her longtime crush started to make out. And then, in the middle of making out, he pushed her away.

“I can’t do this. It’s too intense,” he said.

“What’s too intense?” Vita asked.

“What you shared with me earlier,” he told her. And he left.

Vita brings me back to that moment. She felt unworthy then and for a long while after. And she remembers thinking, “Are people going to leave me over this shit?”

[image: ]

Vita is far from the only one whose illness has ended a relationship. When I was three, my family moved to a new neighborhood in Manhattan. My parents and, eventually, I would occasionally chat with a pair of women who lived nearby. They said they were sisters, though they had different last names and different faces. We were neighborly enough that the two women would deposit small wondrous gifts in a bag on our doorknob each time a holiday came around. I would get chocolate bunnies on Easter and chocolate coins on Chanukah and, once—especially decadent—a jewelry-making kit replete with real stone beads for my birthday. They were Angie and Margaret, or Angie-and-Margaret, a unit of some sort. At some point, I realized that Angie and Margaret probably weren’t sisters or even half-sisters or stepsisters. But I didn’t press it.

Once, when I was already out of college and visiting my mother, I ran into Margaret. I mentioned some of the severe health issues I was dealing with. And then Margaret, realizing I understood what it was like to beat back health issues and go to doctor after doctor, reciprocated with her own illness, a tricky beast that caused rashes on her face and exhaustion from the sun and a general lack of ability to digest foods. She’d been dealing with these health complications since she was in her twenties.

Then Margaret mentioned that her health had caused a breakup, ruined a major relationship when she was younger. She mentioned it in passing, but the breakup was clearly momentous. She spoke as if she wanted me to ask more about it.

So finally, a few years later, I ask. I invite Margaret out for tea so we can talk about her health issues and so she can explain how they’d foiled many of her plans for the past thirty-five years. But because she’s photosensitive and constantly exhausted, Margaret invites me over for some at-home tea instead. While she ushers me to an overstuffed chair in the duo’s pastel living room, Angie—the woman she has been living with for all these decades—retreats to the bedroom to give us privacy. “But,” Margaret says wryly, “there’s nothing that Angie doesn’t already know.”

I’ve come over to ask this neighbor-turned-friend how an illness in her early twenties had changed who she was. But before I can ask anything, Margaret starts to explain. No, she and Angie aren’t sisters, she says. When they first moved here in the 1970s, they told everyone in the building that they were, because Angie was afraid that people would talk if they said otherwise.

But no, they aren’t a couple, either. They’re both heterosexual—Margaret enunciates the word—and they met at church. It’s irritating and frustrating, Margaret tells me, that people assume they’re gay.

I wouldn’t have cared either way, I want to tell her, but I can see that to Margaret the distinction is important. They’ve been living together all these years, she said, because they’re both “spinsters”—her word.

They’ve been living together because her illness changed everything.

In 1976, Margaret tells me, she was dating a man named Tim. They were the kind of couple who were giddy and in love and wanted to keep growing together. She was a nurse and twenty-six; he was a third-year law student and twenty-five. They had both, as she puts it, “kissed enough frogs to know that we were hysterically happy together.” So they decided to get married. And to celebrate their engagement, they planned a special night out.

That Friday evening, as Margaret waited for Tim to pick her up so they could go toast to their future, she got a call from a doctor following up from a medical
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