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Epigraphs

We caused the problems: then we sat and watched as they grew into crises.

—Octavia Butler, Parable of the Talents

When I say “I love you,” it means that I want to be near the feeling of ambivalence our relation induces and hope that what’s negative, aggressive, or just hard about it doesn’t defeat what’s great about it. . . . We cannot know each other without being inconvenient to each other.

—Lauren Berlant, On the Inconvenience of Other People
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Author’s Note

This book is a work of nonfiction, featuring my own story as well as the true stories of others across the country. Many of the people I interviewed for this book worked patiently with me over a period of nearly five years, answering my calls and inviting me to visit with them. They were generous collaborators, allowing me to fact check details as we went. The events and experiences detailed herein have been rendered faithfully, as told to me by them, to the best of my abilities. Others have also read this book to ensure the accuracy of these accounts. To protect their privacy while retaining the integrity of their stories, some names and identifying circumstances have been changed.








Prologue

Into the Fog

The first time I met J was on a cement-baking August afternoon, as I sat sweating on the steps of Madison Square Garden. It was 2005, I was twenty-seven years old, and I had just moved to New York City. I was lingering at the top of the steps with a couple of friends I’d known through the queer community back in Austin, friends who had welcomed me to the city by inviting me to watch a WNBA game with them. Now we were waiting, waiting because one of my friends had said to hold on, there was still one last person to arrive.

I was squinting into the sun when I caught sight of a woman walking across the plaza from the subway toward us. She was taller than me, and, in my just-arrived sensibilities, she seemed to embody a kind of New York City confidence that I felt immediately awed by. J strutted up the steps wearing yellow Nike high-tops, her brown hair piled high in a men’s-style pompadour, and I was practically in love before she reached the top step.

I spent the whole game trying to make conversation with her, lightly touching her shoulder, having finagled my way into sitting next to her. When she told me she was a chef, I went on and on about this salad dressing I liked to make. She humored me; she was actually a pastry chef. Her specialty was chocolate, and she told me about working as a food stylist for magazines and on an ad campaign for a high-end chocolate company. J was magnanimous and charming with everyone. And I was falling all over myself trying to get her undivided attention.

I was so singularly focused on her the whole time that I don’t even remember the game, who won or who lost. We all departed the venue together. I kept talking to her on the subway too. I was also new to the subway, but she seemed so comfortable, standing nonchalantly with one arm hanging from the subway pole above her head. As we approached the Fourteenth Street station, I wished I didn’t have to transfer to another train to get home. I exited onto the platform, turning to catch another glimpse of her through the window. She was still talking with our other friends, but meeting my eyes, she lifted her free hand up at me in a casual wave.

***

It wasn’t until December that I ran into her again, dancing at a lesbian bar in Brooklyn. The dance floor was a dimly lit mesh of bodies, faceless and drifting past—except for her. There she was: the signature pompadour, the seductive confidence. J was standing off to the side, surveying the room. My breath caught. We made eye contact; she smiled and waved. She remembers me! I thought giddily. She made her way to me and suddenly we were moving in sync, as if caught in each other’s gravity. I became aware that the thing I had dreamed of might finally be happening. Since meeting her that day in August, I’d started my graduate program in sociology, gotten a first semester under my belt, and had been running around making new friends—finding different queer events to go to, expanding my circle, trying to mitigate the loneliness that comes with being new in town, and to New York City in particular. But J had always been in the back of my mind, and I’d wondered if I’d get to see her again. Now while we danced, she finally beamed her attention on me, and it was as if we were the only people in the room.

Moments later she nodded her head toward the bar, raised an eyebrow. We walked off the dance floor to get drinks and find a place to talk. Cocktails in hand, I did my best to be interesting and cute, to impress her. And after long conversations and batting lashes on my part, she kissed me. Any embarrassment I had floated away with the sheer lightning she sent through my body. I was no longer aware of anything around me; the noise and darkness of the bar suddenly shifted, replaced with a kind of brute physical attraction that pulsed with possibility, a possibility that was at once sexual and romantic, but also felt like home.

Over the next several weeks, I succumbed to the irrepressible need to run, not walk, the whole way to her apartment. In her kitchen, she would tell me that to get a job in a fancy restaurant, sometimes applicants were asked to simply cook an egg. She’d pull down her enormous white binders of recipes from culinary school and talk to me about the flavor profiles of some of her favorite cookies, Earl Grey or bourbon pecan. J also kept a list of restaurants, organized by neighborhood, that she was constantly adding to. When she found ones that were reliably good, she would add them to a small piece of paper, folded up in her wallet for reference. She was like magic: wherever we were, she would consult it to conjure the best meal in the world.

That winter, we mailed love letters to each other, though we both lived in Brooklyn. In January, she wrote: It is Sunday morning. . . . As I was drifting into slumber, I felt your fingertips on my collarbone. And I was wishing I could wrap my legs around your body. A few days later, I received another letter: Laura, it’s been an absolute pleasure and I am smitten.

One evening, she visited my aunt’s apartment, where I lived at the time. It was across the street from the enormous and foreboding building that houses the Brooklyn Museum of Art. On that night, the museum was swelling up from the street, surrounded by heavy fog, its edges smudged and gray. J loved architecture and told me about the building’s features and the architectural firm that built it. McKim, Mead & White, neoclassical. We were mesmerized by the sight of it, neither of us had ever seen it look like this before, shrouded in such thick fog. We decided to take my dog and set out on a walk to investigate, to move closer into the fog.

As we walked on the wide sidewalk in front of the museum, we linked arms in the cold. We stopped to gaze up at it, our eyes following the columns all the way to the top until the fog smudged it out of existence. Was it really there? we wondered. Were we witnessing some great architectural ghost? We thought it was eyeing us, watching us. We made our way down the street to the meadow in Prospect Park and quickly realized how dark and foggy it was there too. We could hardly see anything. I was frightened, but I felt safer with J, standing there in her brown puffy coat and black knit hat, looking at me with wonder. Her hands hung from her coat, ungloved, and I thought to myself that her hands were the most perfect hands I had ever held.

A couple of months later, she left town for a few days and I, deep in my infatuation, felt like my heart was being crushed under the weight of her absence. The day she returned was a bitterly cold Valentine’s Day. By then, I had moved to her neighborhood, so I made my way across Williamsburg to her apartment, as giddy as an adolescent. I strolled past the neighborhood place we thought had the best burgers. I passed the bodega that I had made up a silly jingle for when we were getting late-night sandwiches there after hanging out at the gay bar around the corner.

Then, in the cold shade of the Brooklyn-Queens Expressway, cars whirring above me on the arc of the overpass, I thought of her body: the way her slender fingers looked when they were slack, the shape of her eyes, her strong jaw, and how she threw her head back when she laughed. And maybe it was something I had heard in her voice when she’d called to ask me over, but as the wind kicked up, I was troubled by a diffuse sorrow. I dismissed it as a feature of my romantic side, brought on by the stark contrast of the bleak winter cityscape and the heat of my anticipation. I furrowed my brow and pushed the feeling away.

When I arrived at her apartment, I was all desire. She opened the door wearing my favorite sweater of hers—black-and-brown striped with a black lightning bolt woven just above her heart—and she smelled of white musk. I stripped off my winter coat and breathlessly told her how much I had missed her. I wanted to wrap myself around her, but she seemed troubled, aloof.

We settled in and sat down to face each other on her living-room floor, lit by the warm glow of a single lamp, her large brown eyes staring into mine. She said she had something to tell me but that she was afraid. I reached for her hand to still her trembling, telling her sweetly, honestly, naively, that it would be okay, whatever it was, that we would be okay.

“My leukemia is back,” she told me. My heart sank. A couple of weeks earlier, she had been experiencing pain in her right shin. She had mentioned having leukemia, a blood cancer, a few years before, but told me she was in remission and doing just fine. I had thought nothing of her going to the doctor recently to assess some shin pain. But the doctor had biopsied the painful spot on her tibia and the pathology report showed that her leukemia had shown up in her bones.

Suddenly she was telling me that if she was to have any hope of staying alive she would have to have a bone marrow transplant. If this didn’t work, the disease would kill her. There was nothing else the doctors had that could possibly save her; all her other options had been exhausted with her previous treatments.

After losing both her parents, after making it through a previous round of leukemia treatments, she was facing death once again. And here we were, new lovers. I had already planned to give my heart to her piece by piece, but instead I would open myself up as wide as I could, all at once. It was simple, really. I was in love with her. I squeezed her hands and told her, “We will get through it.”

***

The first time I visited J in the hospital was in March 2006. I rode the 6 train uptown by myself. Once inside the hospital, I got lost. The hallways were strange and labyrinthine; machine beeps echoed out in the corridors, bouncing off the white drop-ceiling tiles. I went through door after door, and when I finally found her, she was sitting like an abandoned child, alone in the corner of a dim room, wearing a gray wool hat and a hospital gown.

We locked eyes from the doorway. “Bear!” she exclaimed, one of her many nicknames for me. Setting my jaw, as I would so many more times in the coming years, I stepped in. I was shaking as I crossed toward her.

It had only been a couple of weeks since she told me about her leukemia relapse, and in that sterile hospital room, our bodies responded immediately to each other, a chemical reminder that our romance was still new. She was full of IV-bag poison and the hormonal circulations of sorrow and fear. I was full of cortisol and naivete, swimming in adrenaline. We soaked in each other’s pheromones, waded through sick liquids, and tried to find a current. We were each other’s most powerful drug; conduits of dopamine and norepinephrine tunneled between us. We rode the high.

Our romance was not just a kind of euphoria, but also—or so we believed—an antidote. Falling in love felt like an all-powerful escape hatch from fear or tragedy. Whispering together in bed, days before she had checked into the hospital, we resolved that our love was a fantastical neutralizing agent. It would surely save us from what was happening to her; the universe could never be so cruel, we thought. In the wake of her diagnosis, we professed our love in the face of death, as though romance alone was some kind of protection from it.

She had chosen me, and I her. There was a specialness conveyed in that choosing. Somewhere inside me, I understood that the specialness was supposed to fuel my care for her, to provide me a boundless well to draw from. If my love for her was bottomless, a renewable resource, then my capacity to care for her should be too; I should be able to endure whatever was coming.

From our early days onward then, I swore to bring the full force of my love and my labor to every matter that arose. All we needed was each other. I believed in our love. I believed in my capacity—after all, I had been chosen. I was the one.








Introduction

The One

Once upon a time, I moved to New York and fell in love with J. But the story doesn’t end there. For the next nearly five years, I was J’s person. And though our relationship indeed had many hallmarks of a modern romance—getting an apartment together, making sweets every year for the holidays, eating our way through New York—over the years it became increasingly punctuated by harrowing visits to the ER, IV drips, incapacitating pain, and endless piles of pills. My romantic fairy tale had somehow turned into a living nightmare.

Without knowing it and without ever really having consented, I was demoted over time from lover to life-support system. I went from occupying the role of J’s ideal romantic partner to being tasked with the complex, long-term job of keeping J alive. It was a disorienting role shift, swift in some ways and gradual in others. My demotion began as J’s body weakened, and without any viable options for help with long-term home care, the demands on me steadily increased. What started as managing medications and appointments turned into showering and dressing her, swabbing her dry mouth and toileting her. Later, I learned to do many other highly specialized skills, like giving her IV infusions and performing daily physical therapy exercises. I learned that wondrous medical capabilities keep people alive, but only in a highly managed state—and that I would be the one doing most of the managing. I learned that the United States does not have adequate social safety nets for disabled people, leaving J and me to figure it out largely on our own.

Throughout it all, I lived with constant guilt anytime I left J at home alone to go to work, to study, to see a friend. Despite being with the person I loved, I was deeply lonely. It felt as though the rest of the world was going by, while I was trapped behind a two-way mirror. My graduate school classmates didn’t know I spent nights on the floor of the emergency department of Memorial Sloan Kettering. My friends didn’t know what it was like to live in daily fear. We had help from her best friend’s family and others, but even this couldn’t take away my loneliness. It was profound and painful, precisely because everything that was happening to us felt, while special and totally unique, completely incongruous with what I thought being J’s person would be.

Meanwhile, J was on her own journey, somewhere I could not follow, at the edges of her body, which seemed to be going terrifyingly haywire. After the transplant and initial recovery, there was so much she once was able to do but no longer could. The losses she had to grieve accumulated and stretched before her. As she struggled with impairments and new chronic conditions she would have to live with, she became profoundly depressed. J spiraled into feelings of worthlessness, questioning what she could be to me now given her illness. “Why would you stay with me?” she asked. “I’ve been hoping my whole life for a girl like you,” I would say. “And I’m certainly not going to let you go now.”

Still, as her dependency on me increased, she struggled to feel desirable. In her mind, needing care was incompatible with being a valid lover and partner. I could not ease the pain of her losses, nor could I quell her insecurities, no matter how much I labored over her care. In fact, it seemed the more caregiving I did, the less lovable she felt. Such is the dehumanizing logic of ableism. Ableism deems some bodies inherently worth more than others—with your worth often hinging on your capacity to be independent and productive for the economy—such that being disabled or needing care become things to disdain in ourselves or in one another. It was almost as though J believed that needing real material care disqualified her from deserving the ideal of romantic love. So instead of being partners who felt we could meet each other’s every need, we both ended up feeling we were not enough.

In the darkest moments, J and I would still cling to our romantic fantasy to get us through. We would revisit our early love letters to each other, and I continued to write more, attempting to generate more of our own mythology to sustain us: You’re the best love of my life I could have chosen. I chose you, still choose you, and don’t you forget it. When she was homebound or hospitalized for extensive periods while I was alone in the outside world, I would write in a journal, addressing every entry to her, telling her about the meal I was having or the interesting person I saw on the street. One of my entries was of me remembering that night at the bar when she first kissed me, this memory a trinket I would pull out for us whenever our faith in our capacity to carry on wavered.

As all this unfolded, I was a doctoral student in sociology, focusing on health and illness. I studied things like how people experience healthcare encounters, how people bring meaning and community to their illness or disability, and how our health and care systems work and where they don’t. Each week, I also stood in front of a classroom and taught undergraduates about the politics of disability, including the idea that it’s not bodies that need fixing, but an inaccessible and inhospitable society that does.

This is to say that when I met J, disability was already both an intellectual and political idea for me. But privately, I was devastated by the realities of J’s impairments. They were always in flux, worsening, then improving, and sometimes multiple systems deteriorated at once. It was terrifying, I was struggling, and I felt like a hypocrite.

One afternoon, a fellow graduate student said to me after a seminar, “I couldn’t do it. I don’t know why you chose this, especially so early on in the relationship.” We were perusing the drinks in the coolers of a bodega a few blocks from J’s apartment. I winced, glad as I stared into the rows and rows of bottles ahead of me that we were in a situation that didn’t require eye contact.

My classmate’s words cut to the truth: that our society tends to believe it is acceptable to walk away from disabled people. That I should find a “better” partner, someone who didn’t need so much care, someone more able-bodied. It stung too that this was said with such casualness. The assumed undesirability of disabled people is a sentiment that’s status quo, ubiquitous and somehow acceptable. It was no wonder that J was internalizing these messages too. My classmate’s words were a distillation of society and its ableist culture: When it came to the realities of illness and disability, everyone was poised to look away. And in abandoning someone like J, society was abandoning me too.

I don’t know why you chose this. But none of it had felt like a choice, not really. Yes, J and I had chosen each other, and when she got sick, I stepped up to do whatever care needed doing. Somebody had to do it. And as her intimate partner, I was often the one. I felt responsible for keeping J alive.

Outside of a few of J’s close friends, I didn’t know where to turn. From friends to colleagues to people in my disability communities, I got the sense that the realities of my daily challenges as a caregiver were things I was supposed to push down, not talk about, keep private. My classmate’s comment made it even clearer that it was J and me against the world.

***

About three years into my time as J’s caregiver, I found myself searching the internet in the middle of the night for caregiving + partner or + spouse. The results returned something called the Well Spouse Association. I had never heard of it. In my years as a caregiver, no one had ever mentioned it to me. Once, early on in J’s treatment, an oncology nurse asked me how I was. “It’s understood that you matter too,” she said. “Right?” I smiled and gave her the thumbs-up sign in response, but she didn’t even see it. She hadn’t slowed her pace as she walked by and had already disappeared behind a door.

I clicked through the Well Spouse Association website and learned they ran support groups in various cities—and there just happened to be one in Manhattan every month. The night I attended my first WSA meeting, I walked into a synagogue on the Upper West Side and followed signs taped up in a stairwell guiding me to a room. Inside, I found a dozen other people sitting in a circle.

Seated across the circle from me that evening was Ian, with whom I am still friends, nearly two decades later. He was in his sixties at the time, wearing a wrinkled blue button-up shirt, his hair mussed, bags under his eyes.

“Six weeks ago, my partner had a stroke,” he explained, his expression blank. He seemed stunned, disoriented. She was seventy-four and had been on her way to go out dancing when she suddenly threw up in the back of a cab and lost consciousness. In the ER, he’d watched as she was rushed away on a gurney to have emergency surgery. Now, he was exhausted from caring for her twenty-four hours a day with no rest, from the hundreds of details he had to sort through and calls he had to answer, from the sudden swirl of medications, personal care needs, and insurance processes. Like me, this was his first WSA meeting.

Among the others present that night were those who had been caregivers for years, sometimes decades. They each shared their stories, and I was amazed at how much I could relate. One man’s wife had a traumatic brain injury. One woman’s husband had Parkinson’s, and another woman’s wife had various illnesses that rendered her homebound and needing care round the clock. There was someone in the group near my age. He was the only other person there with dark brown hair, a stark contrast to everyone else, who were older and gray. What I remember of him is that his wife had a terminal illness, and he was trying to process that the end was coming, although no one could quite tell him when, rendering every day a purgatory. The older members of the group shook their heads at him and me, saying we shouldn’t have to know these things so young.

It was a strange club to join. But for the first time, I was surrounded by other people who knew intimately what I was going through. I had become so practiced at keeping the details of J’s illness and all the complex feelings I had about it private. Until now, I had believed that what J and I were experiencing was extraordinary, the same way I believed that our love was extraordinary and had the power to conquer all. Now, looking around at the others, I was starting to realize how ordinary, how common my situation was, how normal. Illness and disability affect us all, because each of us inhabit a body that is fundamentally fallible. To be human is to try to exist within our bodies, and their catastrophes too. To love, then, is to provide care for those bodies. But this care cannot be feasibly provided by one person, and this comes into direct conflict with our expectations of romantic partners in particular.

Instead of knowing that what I was facing was as routine and human as it could be, I had spent years wearing my armor, trying to do it all alone. “That group saved my life,” Ian told me later, reflecting on that first night of the group. I think it may have saved mine too.

I have no memory of what I said when it was my turn to introduce myself, but I imagine that I broke down, that I confessed I no longer felt like a functional human being, that I felt hopeless in the face of seemingly insurmountable demands, and alone in the responsibility of meeting them. But as the faces around me that night proved, I was definitely not alone.

***

Instead of happily ever after, falling in love with J had called upon me to increasingly fill a role that required meeting nearly every one of her needs. This was more than just providing emotional support when the person you love is suffering. This was the taking on of personal care work and professional levels of administrative and medical tasks, patient advocacy and coordination across different clinical departments in a hospital, as well as navigating the dizzying complexity of this country’s social services and for-profit healthcare system. Looking back now, I realize that I wasn’t just the one; I had become The One.

The One is tasked with the very real, ongoing, and unpaid work of caring for loved ones who are ill or disabled. In almost every family, someone is The One. These caregivers are bedside at the hospital, on the other end of the phone when a loved one is in crisis. They make the appointments, manage medications, and track symptoms. They are the person on the floor with their loved one when they cannot get up, the person who gives up sleeping through the night, who struggles against their guilt when they can’t be there. They are knowledgeable about the intimacies and intricacies of their loved one’s preferences and coordinate the thousands of tasks that need doing.

Data show that The One is usually, but not always, a woman.1 It may be the daughter raised and socialized to care—the person we think of as someone who naturally likes to do that work and seems to somehow have a knack for it, but in actuality was taught that they should. Maybe it’s the youngest child, who is emotionally closest to a parent, or the oldest, who was always given more responsibility. Maybe the role is simply delegated to the person we think of as having the most caring heart.

Each of us is either already The One or know someone who has or will step into the role. That’s because disability and illness are the most average things that can happen to us. Six in ten U.S. adults2 have a chronic condition, four in ten have more than one, and nearly 29 percent3 of the adult population is categorized as disabled. Not to mention that everyone struggles with short-term conditions, and if we live long enough we will age into disability at some point or another. Disability is not exceptional; it is utterly ordinary, everyday, all around us, in various shapes and forms.

Despite the fact that disabled people make up the largest minority group in the United States, we don’t usually connect how America’s care crisis directly relates to the abandonment of and hostility toward disabled people. In the latter half of the twentieth century, the disability rights movement rose up and advocated for, among other things, deinstitutionalization—that is, an end to the practice of automatically institutionalizing disabled people. In many ways, the movement won this fight, and we rightfully began to shift the site of care4 to people’s homes and communities. But we did not also devise a robust public system to support families providing that care at home.

Now, with an estimated fifty-three million family caregivers in the United States—that’s fifty-three million people who are The One—the sheer magnitude of the caregiving crisis stuns5. We’ve chosen to abandon disabled people and caregivers by having minimal government programs for long-term care. Instead, we let our profit-driven healthcare system benefit from the millions of family caregivers who step up to bear the weight for free.

Few families can afford6 to pay out of pocket for even just a little help with home care. Family caregivers end up providing roughly 80 percent7 of the ongoing care their loved one needs, spending an average of about twenty-four hours per week providing care, even while a majority are employed8 in addition to their caregiving duties. There are so many family caregivers in the United States that if they were paid, their labor would be worth more than the amount spent on all other forms of professional long-term care combined. This includes nursing homes,9 private long-term care insurance, Medicaid-funded home and community-based services, Veterans Affairs services, and so on.

For ill or disabled people who are coupled, the work of care largely falls to their spouse or partner. Spousal caregiving is a unique place to dive into the politics of disability and care work because it is an encapsulation of our expectations around love, romance, sex, intimacy, and self-worth, as well as the social and legal contract of marriage and the duties of family. There’s also something particularly isolating about caring for a spouse in a world that holds up our romantic relationship partner as the one meant to give us “everything.” Looking back, I see now that myths about the power of romance have essentially hidden all the care that needs doing into the private sphere, cleverly smuggling it out of public view and into a “family matter,” instead of a shared responsibility to one another. This arrangement is not sustainable. Those who are The One are not a bottomless resource, and disabled people deserve far better than to have their only path for receiving care consolidated in one person.

Even though my experience of becoming a caregiver was singular, in so many ways it was also plural. When I set out to write this book, I knew that I would have to tell my story, but I also knew that the focus could not be on my experience alone. So I interviewed forty-four caregivers across twenty-two states, from New England to Hawaii, whose partners had a wide variety of impairments from stroke to dementia to multiple sclerosis and more. To find spousal caregivers, I turned to the WSA leadership, and they circulated my information to support groups across the country. Many people were also in other online disease-specific groups, such that information about my research traveled far and wide.

The stories in this book give insight into how people come into the role of The One, how that experience unfolds, and what becoming The One does to us. And because the experiences of people on either side of caregiving are so inextricably linked, these stories equally include the perspectives of disabled and ill partners. This balance is intentional. If we don’t see disability as a complex and deeply social experience and talk directly to disabled people about their experiences—including how they experience needing and receiving care—we are contributing to the erasure of disabled people from public life.

Having been a caregiver, I found that caregivers rarely get an opportunity to talk to one another, much less for our stories to be understood as part of a larger, shared phenomenon. And having spent time in both disability and caregiving communities, I’ve found that these two groups don’t usually get to talk to each other either. In my caregiver support groups, we bemoaned the lack of programs or supports and how impossible it was to afford home care. But there was not a deeper discussion about why this was happening. With my disabled friends, we railed against the idea that our society doesn’t plan for disability and doesn’t include disabled people. But we didn’t talk about the intensity of caregiving as an issue. Fostering such cross-community discussions is a crucial aim of In Sickness and in Health.

At the heart of this book is my belief that we must talk openly about the private pain we carry when it comes to caregiving, whether we are giving care, receiving care, or both. We are all coping with impossible demands, with grief and loss, and with the loneliness of being discarded by a culture that devalues caregiving because it devalues the people who need it. Staying silent only furthers our alienation, because it completes the cycle of state and societal abandonment in the cruelest of ways: It makes us think that we must face our most human experiences alone. But we are not alone. If you are The One, you are one of millions. If you are disabled or chronically ill, you are also one of millions. If anything is to change, we must listen to one another’s stories, learn how to better love ourselves and each other, and build a different future of more collective care.






Part I

Without a Net

The safety net is not a net!

It’s a big fucking hole.

—Alice Wong 王美華, My ICU Summer
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