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For Antonia Lake and Anthony Lake, who taught me to care,


and for Doug, Galen, and Jordan Winsor, who help me remember.
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That time of year thou mayst in me behold


When yellow leaves, or none, or few, do hang


Upon those boughs which shake against the cold,


Bare ruin’d choirs, where late the sweet birds sang.


In me thou see’st the twilight of such day


As after sunset fadeth in the west,


Which by and by black night doth take away,


Death’s second self, that seals up all in rest.


In me thou see’st the glowing of such fire


That on the ashes of his youth doth lie,


As the death-bed whereon it must expire


Consumed with that which it was nourish’d by.


This thou perceiv’st, which makes thy love more strong,


To love that well which thou must leave ere long.


—WILLIAM SHAKESPEARE, SONNET 73





PROLOGUE


I remember my grandmother Hildegard—tall, slim-framed, her cardigan and shoes sensible but not quite grandmotherly. She was too stylish for that—wallabies, we called those shoes in the 1970s. In a modernist armchair in her study, listening to NPR, she puffed on a pipe—a pipe! My mother’s mother, Hildegard was elegant, German, unadorned, restrained. She had a wide face, high cheekbones, and a gently aquiline nose. I do not remember her embracing me ever; I don’t remember sitting in her lap. I do remember the chocolate chip cookies she baked me. She pulled a tin of them from her freezer, layers separated by sheets of wax paper. She held the opened box for me, and I chose one. Cold and hard, loaded with oats and butter, the cookie melted and sweetened in my mouth. She closed the tin.


She strode a mile every day to the center of Litchfield, her Connecticut town, past white clapboard houses with picket fences, and fetched her mail at the post office. She stood by the waste bin and sorted out junk mail. She opened appeals from Planned Parenthood and the Sierra Club and mailed off checks on the spot.


She had filled her big laundry room with supplies for her orderly, practical, and beautiful life: rakes and edge trimmers, bleach and soap, wooden drying racks, winter hats and gloves, seeds and pots. I remember my voice echoing against the walls. She scooped kibble from a drum to a dish she’d set on the concrete floor. Her leggy poodle, Justin, gobbled and wagged. She allowed no dust.


I smelled lavender in the sunny upstairs bathroom, and glycerin soap in a stainless steel dish, and the clean sodium of her tooth powder. My cousin and I, when we were ten, lived with her for a summer week. In my grandmother’s bedroom, my cousin and I did not jump on the single beds, covered in white, made up tightly. We cleared our dishes away after meals; we played on our own. On steamy days I dipped my hands into the ceramic birdbath my grandmother had placed below the rhododendrons. She’d cultivated native ground covers in the small woods behind the house and left much of the lawn long, in silver and green grasses. She’d had the gardener mow a winding path through the grass toward the vegetable garden in back, where she grew raspberries. My cousin and I ran down the swerving trail and plucked fruit. Our fingers smeared red juice on our cheeks.


•  •  •


My grandmother prized independence and physical vitality. During the time I knew her, she expressed aversion to growing old, particularly to ending up frail in a nursing home. She was uncomfortable with decline and vulnerability, her own and others’. She kept brochures from the Hemlock Society—the pioneering “death with dignity” organization—in a kitchen drawer.


At seventy-eight, in August of my nineteenth year, she learned from a doctor that pain she’d been feeling in her back could mean cancer. She needed tests. That same night, in the garage next to the immaculate laundry room, she turned on the car. The next day, an elderly neighbor discovered her.


•  •  •


It’s clear to me that, by committing suicide, my grandmother wanted to avoid being an invalid, dependent. It also seems clear that she didn’t want to be cared for. My parents and cousins and aunts and uncles reminded one another of this. Still, I’ve puzzled, since then, over her death. I’ve realized not only the ambiguities of my grandmother’s last act, but what she subsequently missed—what I missed: the intimacy that may come with tending and being tended to. The opportunity to love, to move toward even what frightens us. Perhaps she ducked out to evade the inevitable closeness, the letting go, the being known, the not knowing.


I know well her essential ethic; it has been passed down, in milder form, to me. A worthwhile life, according to my female forebears, is physically vital and wholesome—active, creative, replete with good cheer and fresh air. My mother, sister, and I savor our vegetable gardens and long hikes and thrown pottery and hand-knit mittens. We attend to homey detail, clear the clutter off counters, and fill our houses with color. We hang laundry on lines because wind and sunshine make the clothes smell best. The sight of white sheets on a bright June day, against blue sky and new green leaves, is good for the soul.


Such physical wholesomeness and beauty feel akin to dignity, grace. Hildegard lived this. She also greatly feared its shadow: the fading of the light, declining vigor, the decay, the messiness of illness and dying. What this meant fundamentally, I think, was that she feared losing control.


•  •  •


My grandmother’s conscious fear of the shadow part of life may not have been typical. But because I inherited a similar uneasiness with matters of illness and dying, it’s fitting, if perhaps not fated, that, twenty-five years after her suicide, I found myself, by happenstance at first, immersed in the lives of a group of people living in that shadow: the members of a support group for women and men tending family members with dementia and other chronic illnesses. In late 2009, I’d attended a birthday dinner for a friend and ended up seated next to one Benjamin Cooper. He told me he worked as a counselor at a local hospital, and that he facilitated a support group for family caregivers. I replied that I was a journalist interested in health, mental health, and medicine. Ben invited me to sit in on his group, as he thought their stories were important and illustrated challenges that more and more people face.


He asked the group members’ permissions, and they welcomed me. They knew similar groups were becoming more common. They seemed eager for recognition of their experiences and said they wanted me to listen, to witness. They said that their support group gave them the solace of intimate, relevant stories. They hoped, generously, that an account of their experiences would help others. Soon I accompanied them in their daily lives, becoming privy to inner and outer dramas—the setbacks, the near-deaths and deaths, the anger and perseverance.


It didn’t take long before my outlook widened, and my role as well: If I started as a distanced journalist, I became some hybrid—detached writer still, when I could manage it, but also friend and, sometimes, helper to the people I write about here. The shift was unavoidable from the time they welcomed me as a member of the group. I grew to care a great deal about my subjects. Along the way, I drew closer to what my grandmother had fled.


•  •  •


My focus was on the caregivers’ personal challenges. But as Ben had said, they were living out pressing public-health issues, questions our society needs to address: How will we respond to—and pay for—the fast-expanding need for elder care? How can we tend to the aging, ill, and dying with skill and compassion, while guarding the time, sanity, and finances of the family members who do the tending?


It is a modern conundrum. People used to die far more quickly. Medical advances have wrought a paradox: We’re surviving longer, but spending more of our late lives in drawn-out illness, dying protracted deaths. While life expectancy has increased, so too has chronic disease. The statistics show it clearly: More than a third of elderly men and a quarter of elderly women report having heart disease. Half of the old have high blood pressure, and a quarter have cancer. Many with chronic disease stay alive through interventions that did not exist even a few decades ago. More and more are becoming “old old,” spending their final years ill and/or frail and unable to care for themselves.


At least in part because of increased longevity, more people are developing dementia—a gradually progressive, incurable impairment of memory, reasoning, language, and personality, caused by one or more brain diseases such as Alzheimer’s. Dementia is a central and frightening specter of old age because it slowly diminishes personhood itself and devastates the relationships that personhood enables. With dementia care, children reverse roles with parents; spouses lose partners while they’re still around. More than 5 million people have Alzheimer’s, the most common form of dementia. By 2050, this number is likely to nearly triple. One in three elderly have Alzheimer’s or another form of dementia when he or she dies.


With this increase in chronic disease, more and more people depend each year on day-to-day care from family members and friends. The demand for unpaid, at-home care is accelerating as baby boomers age and the health care system is stretched thin. A few statistics here give a sense for the number of lives affected: According to the Family Caregiver Alliance, more than 43 million Americans—about 18 percent of adults—tend a family member or friend who is older than fifty. Dementia caregivers make up about a third of them. Informal caregivers are the largest source of long-term care in the United States, contributing labor worth nearly half a trillion dollars. Health scholars expect that by 2050, the demand for long-term care will nearly double, and family caregivers will continue to meet the greatest part of that need. Seventeen percent of employed Americans look after an elderly family member; a tenth of these caregivers quit their jobs to provide full-time care, losing potential health insurance benefits and, on average, more than $300,000 in lifetime wages, Social Security, and pension income.


Americans use the word caregiver to describe roles that are formal and informal, paid and unpaid. I write here about the latter type: people who give care out of love and/or a sense of obligation. Informal caregivers face fairly universal challenges: emotional and financial strain, physical stress and exhaustion. The particular caregivers I followed endured these difficulties and felt the strains. Caregivers in general experience greater stress and illness, and die at higher rates, than non-caregivers.


Penny, a central figure in this book, is statistically typical of such informal caregivers—a middle-aged, white, employed woman who spends about twenty hours a week caring directly for her mother. The members of the support group I followed weren’t, however, altogether demographically average. More of them were elderly, and more were tending spouses (as opposed to parents) than is typical. The group had relatively few caregivers who were parenting young children, likely because people in this situation have the least time for attending support groups. The caregivers were all white and obviously did not represent the racial diversity of this country. Finally, the group members were relatively stable financially—more secure than many Americans. But for them, as for virtually all caregivers, the financial costs of care caused strain.


•  •  •


Within the world that such statistics seek to describe, caregivers’ personal lives unfold. Sitting in on the group, I felt I was witnessing a sort of necessary, intimate, private heroism. The caregivers stood face-to-face with cruel decline, with hard choices, with no choices at all. Early on, while attending the meetings, I was moved by this. I also felt affronted. I found it difficult to stay open to their struggles—not just to their suffering, but to what seemed like a fundamental injustice: People we love can disassemble, can descend into oblivion without apparent reason. They suffer, and the people who love them suffer. Their vitality—and in the case of dementia, their essential selfhood—fades. Caregivers must tolerate, and persevere through, disintegration. The support-group members wrestled with a basic fact of our human condition: none of us and nothing lasts. In the bland conference room of a local hospital, ordinary people faced the inconvenient, heartbreaking, and inescapable truth that the body declines, that the mind can fade, that a person we thought was fixed, solid, stable—slowly, inexorably dissolves.


And by extension: we will cease, too—slowly, suddenly, or in some manner in between.


•  •  •


A few in my family held my grandmother’s death as a heroic tale of taking control of one’s fate, of refusing to be helpless. I can see it this way. But it seems mostly a sadder story: it represents, to me, the extreme of my own, my family’s, and our larger culture’s fear, even terror, of decline, illness, incapacity, dying. Such fear is natural. But the greater the aversion, the more acute the suffering, the less able we are to respond openly, wisely, to our own and others’ real lives.


I’ve come to see that wisdom happens in finding a balance between control and surrender. Sitting in with the support group, I witnessed both a wholesome desire to take charge and make things better, and a necessary acceptance of the stark truth that control, in the end, is elusive. In continually facing what came along—all the surprises, difficulties, and losses—the caregivers grew in wisdom. They also showed great and ordinary courage.





PART I


WINTER
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Storms
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In February 2010, Penny Jessup stands and chats in falling snow, on the campus of the liberal-arts college where she works. Fat flakes tumble down through still air onto Penny’s maroon hat, her light-brown bangs, and steel-rimmed, rectangular glasses. Penny and I have just eaten lunch at the college’s student center. Over her shoulder I see the campus’s ice-covered pond, rimmed by black and leafless trees. On a slope above the pond, closer by, stand the college’s greenhouses. Built in the nineteenth century, they are enormous, beautiful boxes of glass, their frames white and ornately Victorian. Inside, palms, orchids, cacti, succulents, citrus, and ferns thrive in controlled temperatures. Whole and separate climates exist side by side: one room is hot and steamy; another, sweet-scented and warm; a third, arid and cool.


Through falling snow, I spy palm leaves clamoring for space inside a high and vaulted glass roof.


I mention Penny’s job title.


“You’ve got to say it in God’s voice,” she says with a smirk, dropping her voice an octave. “Manager of Living Collections,” she booms.


She laughs and heads off to the greenhouses, back to work.


Penny Jessup has, in fact, two jobs. For one she has a godlike title and is paid a salary: she manages a database that keeps track of the ten thousand plants—trees, shrubs, ferns, perennials, succulents, herbs, ground covers, and so on—that live on the college’s campus. It’s a dream job. “I’m a plant nerd,” she says. She knows plants, their taxonomy—the families, genera, and species—and throws around Latin plant names the way sports fans pull up baseball rosters in their heads, with playfulness and reverence. Like most sports fans, Penny doesn’t just enjoy the names and stats, she loves the things themselves. Most people walk around the college’s campus and see texture, color, vistas. Penny sees all that, plus plant types and histories.


Penny’s other job is unpaid and has no official title—but if it had, its name would be as godlike as the other. Penny manages the life and care of her forgetful mother, Mary. She gives Mary food, safe shelter, and medications and keeps her mother alive. She often tries to help Mary thrive. Over the coming year, Penny will wrestle with what, exactly, thriving looks like for a woman of eighty-seven who wants only to eat, sleep, watch television, and have occasional, lighthearted conversations with her daughter. Sometimes Penny thinks, Well, what’s wrong with that? Other times she worries, As a caregiver, am I doing enough?


This job is so different from keeping plant records. This second job—for which she is not trained—is sad, frustrating, lonely. It is more challenging than the first, even if things so far aren’t nearly as bad as they could grow to be—nor as they are, Penny knows, for others in her caregivers support group, and still others all over the country and the world tending to their elderly. Penny’s days tick along, in and out of months and seasons, Penny navigating slow loss and the ordinary, maddening frustrations of a life largely given over to someone else’s needs.


•  •  •


One night that same February—in the early hours of what would turn out to be an otherwise unremarkable day for Penny—a storm moves through from the south and unloads six inches of wet, heavy snow on the small city where she lives. Her alarm sounds at six. She pads down the hall, past a second bedroom, where Mary sleeps. As the light rises, Penny shovels her driveway, heaving sloppy scoops onto the yard. After an hour she steps into Mary’s room, singing an improvised tune: “Wake up, sleeping beauty.” Mary hauls herself up from bed, silver hair tousled. As usual, Penny offers Mary a glass of water and holds out pills for her to swallow: one omeprazole to prevent a recurrence of the bleeding ulcer Mary suffered five years earlier; one Levothyroxine, for hypothyroidism; an iron pill; and an Aricept, which a doctor hopes will stem the symptoms of Mary’s deteriorating brain.


Penny kisses her mother five times on the cheek, a practice resurrected from Penny’s childhood—except back then the kisses were passed between Mary and Penny’s father. Penny hugs her mother, and Mary sighs and lets herself back down onto the bed. Penny softly pounds Mary’s back, rear, and legs—“That’s just to wake her up more, you know?” Penny explains later—and heads back down the hall. Mary stays in bed, dozing. She won’t get up until the home health aide rings the doorbell at nine. Penny gets in her little SUV with two hundred thousand miles on it and drives the two-lane road that runs along the river from Penny’s neighborhood to the college town, munching toast with melted cheese, peering through her glasses at the shrouds of white, cementlike snow on contorted branches. Limbs have snapped everywhere.


She arrives at the botanical gardens before most of her colleagues. Tom, one of the gardeners, is the only other staff person there. He appears in the doorway to Penny’s office. “Did you see the beech?” he asks. “The one by the fountain?”


“No,” she says.


“It’s bad.”


Penny searches with Tom in closets and cabinets and finds yellow plastic ribbon with CAUTION written along it. She pulls on her coat and follows Tom outside, past snow-covered perennial beds toward the science building. Penny and Tom stop, their way blocked by the sprawling branches of the once-soaring seventy-three-year-old beech. The snow has crushed much of the tree—“as if it had exploded,” Tom will later recall. Two opposing limbs have snapped and span low over the gardens. Finer branches rest on the ground, like hands bearing the weight of the limbs.


The beech had been massive, had seemed a protective, nurturing presence. Its trunk was muscular, nearly four feet thick, with bark like the skin of an elephant. Just the day before, the tree had arched over a small tile patio and a fountain. In the fountain’s large stone basin stands a snowcapped statue of a young woman, built in memory of a student who died of typhoid fever one hundred years ago. The woman wears a flowing frock, her long hair falling down her back. A plaque at the base of the pool says IN MEMORY OF A BEAUTIFUL LIFE. It is a fitting eulogy for the day—several other old, magnificent trees on the campus have been felled by the storm.


But Penny has her back to the statue and gazes at the tree.


“They’re going to have to take it all down,” Penny will tell her caregivers support group the next day of the old and sheltering beech. “It’s a shame. In the summer it gave good shade.”


Tom drapes the tree with yellow ribbon, lest students approach it. Back inside, Penny’s day continues as usual. A dual track runs in her mind: her paid job’s tasks keep her busy, but she is simultaneously aware of her mother’s day, proceeding in her house a few miles to the south. Wednesday’s home health aide, Pilar, arriving for her usual nine o’clock appointment—or likely late because of the snow. Mary, hair mussed, roused by the doorbell, getting out of bed, grabbing her royal-blue, four-wheeled walker with its padded seat and carrying basket underneath, rocking down the hall in her nightgown, opening the door and letting Pilar in. Pilar helping Mary shower, frying Mary an egg and setting it with toast on the kitchen table. Mary eating, and Pilar making Mary’s double bed, placing the shower chair back in the tub. Pilar returning to the kitchen and watching Mary take the “breakfast meds” out of the organizer on the table and swallowing them. More pills: Namenda, like the Aricept, in the hope that it will help Mary think more clearly; enalapril, for high blood pressure; citalopram, for depression; and two fish oil capsules. Mary dropping herself into her spot on the worn couch in the living room and Pilar turning on the television. Pilar offering to take Mary for a walk, but Mary, as usual, refusing. Today with the snow, Pilar likely doesn’t insist (and, Penny confesses, she doesn’t know how often Pilar gets Mary walking even when the weather is good). At ten o’clock Pilar will leave, with Mary watching Family Feud and later staring at The Price Is Right.


As the day wears on, Penny knows the television is still running at her house. About the time Penny starts thinking about breaking for lunch, she can reliably imagine Mary peeling a banana, opening a cup of pudding, perhaps microwaving frozen homemade soup that Penny has left to thaw in the refrigerator. Mary placing her lunch on the seat of her walker, pushing it back to the couch, sitting, and eating off the walker’s seat—television still playing. (And perhaps, Penny thinks, creating new stains on the couch and fresh crumbs on the floor.) Getting up later to leave the pudding container and dishes on the counter, and sitting again on the couch. Through the afternoon, gazing at Who Wants to Be a Millionaire, and later managing, by clicking around, to switch the channel to TV Land and Andy Griffith, I Love Lucy, M*A*S*H.


Mary leaves the couch only to get her lunch, use the bathroom, answer the phone (Penny calls in the middle of each day to check in, but otherwise the phone rarely rings), and, when dark comes, turn on a single light near the television set, a lamp that John, her late husband, Penny’s father, made decades before from an old-fashioned water pump.


•  •  •


Every caregiving story springs from a particular life, spins out from chapters that came before. Penny’s is a tale of redemption. Five years earlier, her life had not been going well. She was living in Wisconsin, where she’d earned her master’s degree in botany. She’d stayed on and worked for the same university from which she’d gotten her degree, managing collections for its botanic garden. She bought a house. Despite these signs of success, she says, “My life was starting to look like a Jerry Springer show.” She had a “crazy alcoholic boyfriend,” who, she says, tried to control her. “He was a lot of fun. But, man, did he have a temper. I think he was probably an abuser. I don’t think it would have ended well.” Meanwhile, for most of her adult life she’d been drinking too much, smoking too much marijuana. The drinking made her sick. She had been in the hospital for alcohol poisoning twice before she reached legal drinking age, and a few times after. She saw a doctor after one hospitalization in Wisconsin. “He said, ‘Penny, if you know you’re going to get sick, and you still drink, that’s pathological.’ ”


Telling me this story over lunch, she narrows her hazel eyes. “I thought, ‘Hmm, I think I know what pathological means.’ ” She chuckles in a self-effacing way. “ ‘I think it means you’re sick.’ I went home and looked it up. It does. It means you’re sick.” But knowing this, she says, “didn’t make a difference for another couple of years.” During those years, she was involved with another man who provided her with marijuana. “I’d say, ‘I’m only going out with you because you always have pot. And he’d be like, ‘That’s okay!’ And I was like, ‘This is sick.’ ”


Over the years she said to herself, “I’m going to quit one,” the pot or the alcohol. And then: “ ‘No, I’m going to quit the other. No, I’m going to quit the other.’ I would never fathom quitting both at the same time. I had to have something to numb me out.” Looking back, she thinks she functioned well, despite the troubles with chemicals. But she had other markers of addiction—notably, she says, self-centeredness. She had a hard time getting along with people at her job, offered her opinions freely. “I thought I was providing a public service,” she says, laughing. After ten years at her job, she was laid off. She did some consulting for a land conservation group and started a landscaping company—she was freelancing, “aka, hand-to-mouthing it.” She broke up with the “crazy, alcoholic boyfriend,” which is what she always calls him now, in retrospect.


Then in March 2005, her father passed away, and everything changed. She was at the hospital with him when he died. She remembers her mother crying, her brother sobbing. “I didn’t cry,” she says. “I was a rock the whole time. It was very strange.”


Her parents had long asked, “When are you coming back home?” They and the rest of Penny’s four siblings all lived in Connecticut: a schoolteacher, a salesman, a customer-service worker, and a tradesman. After John Jessup’s death, Mary’s queries became more plaintive: “Will ya come back now?” Penny and her sister Sophie talked. Their mother was eighty-two, had struggled to look after their father during his long and varied illnesses. Penny said she’d move home and in with Mary. It seemed like the right thing to do—not just for Mary, but for Penny. She had a place to go.


The decision offered more than cheap housing. In August, a few weeks before she packed up her stuff and headed east, she called her pot-supplying friend for one last party. “Come on over,” she said. “We’re going to finish my beer. Bring some smokables.” The next day she attended her first AA meeting. “I knew that my life had to change. I was going to have to be responsible.” She was forty-four. She has not drunk or used pot since, she says. She goes to AA meetings several days a week and “works the program,” as AA calls making one’s way through the Twelve Steps. She’s trying to be less self-centered.


Which isn’t to say the struggle is over.


•  •  •


She moved into the red clapboard bungalow she had grown up in. She applied for and was offered her dream job at the college in Massachusetts. She started commuting forty-five minutes each way. She soon noticed Mary was changing. Penny had known that her mother needed her, but wasn’t anticipating the extent to which that need would grow. “I thought we were going to be roommates,” that living together would be “fun.” As best she can remember, the first time she detected something was wrong was when she and Mary were watching a rerun of House they’d both seen before. Penny said something about what was going to happen in the story, and Mary said, “How do you know?”


“We’ve seen it before, Mom.”


“I haven’t.”


“Yes, you have,” Penny said.


A few years later she’d try to refrain from such corrections. Honesty, she’d learn in her caregivers support group, is not always the best policy. The theme would become a recurring one for the group—how to roll with your charges’ declines, not argue with their misperceptions. A compassionate ideal, hard to practice. You want to say to the husband, wife, mother, you’ve known for so long, What do you mean you can’t remember? Where did you go? Who are you now?


Penny attended a workshop at the college on caring for aging family members. A “geriatric care manager”—a new term for Penny—reviewed health issues among the elderly. Penny raised her hand and said, “I think my mother has a little dementia.”


“There’s no such thing as having a ‘little’ dementia,” the woman said. “That’s sort of like being a little pregnant.”


Penny drove her mother for an MRI. They met later with a neurologist. “He was a good neurologist,” Penny recalls, “but he had a terrible bedside manner.”


“Your brain is shrinking,” he said to Mary.


“What can we do?” Penny asked him. In her mind, brain shrinking equaled a health problem, and health problems have solutions, or at least partial ones—don’t they?


“You can take fish oil,” the neurologist said. “But that’s not standard of care.”


“What would you do if this was your mom?” Penny asked.


“I’d give her the fish oil.”


•  •  •


Three years after Penny returned home to Connecticut, she and Mary moved to a town closer to Penny’s job. Penny Jessup had become her mother’s caregiver, and her care manager—and a keeper of memory. Memories of Penny’s childhood and of her mother color Penny’s days. The memories aren’t always happy, but they aren’t dull, either. Her mother loved music, classical mostly. But when Penny’s brother brought home Led Zeppelin III in the early seventies, Mary blasted the album through the house. Mary played practical jokes on her kids. One April Fools’ Day, she sewed the inner tops of their jacket sleeves shut and hung the coats on the newel. “Bus is here! Let’s go!” she called. The kids scrambled down the stairs, grabbed their coats, tried to thrust their arms into sleeves. “Come on! Come on!” Mary chided. “You’re going to be late!”


Penny laughs, telling me the story.


But even funny family memories can evoke mixed feelings. Penny remembers her mother giving Penny’s brothers “a lot of freedom.” They fought with each other and other boys, shot BB guns at each other, used slingshots to zing apples at one another (one neighborhood boy nearly lost an eye). By the time they were teenagers, they drank and “caroused.” She remembers her father as a “productive daily drinker,” a carpenter who worked long hours earning money to support them all. The youngest, Penny felt like a tagalong, overshadowed, left out. She felt “fat, stupid, and ugly.” She saw her brothers having fun. She wanted to be like them. “But I always got caught.”


Doing what? I ask.


“Oh, throwing eggs at a teacher’s house. Writing a nasty letter to my music teacher.”


•  •  •


Penny is steeped in memories. She copes with her mother’s failure of memory, but is also the literal keeper of “Mom’s Memories,” an audiotape she asked Mary to make years before, in the mid-1990s. Penny had been seeing a “professional listener”—her term for all psychotherapists. She’d just broken up with a boyfriend and was feeling depressed. As part of treatment, the therapist suggested good works. Penny saw an ad in the newspaper for hospice volunteers and remembers thinking, “I’ve got to do that. That’ll be interesting.” She even thought, “Maybe it will help me prepare for death,” something Penny had long feared. (“My own, mostly, but I’m not too crazy about other people dying around me either.”) She got trained and sat with dying people—she was babysitting, really—usually on Sundays while their families went to church.


She remembers one woman in the end stage of Alzheimer’s. “She was a screamer,” Penny says. “The family didn’t warn me about that.” A family member started a video on the TV, showed Penny the food she should feed the woman—“it was like oatmeal or something”—and left for church. From that moment, Penny says, the woman wailed, a rising tone that expended a whole breath, over and over.


The experience became salient for Penny, a memory that haunts her now as a caregiver, as she watches her mother’s mind go. She remembers that the family of the wailing woman had built an addition on their house so that they could take her in. “I think of that now,” she says to me. “I don’t imagine [my mom] staying with me until the end—unless I had a whole lot more help. This whole staying-at-home thing is a really good idea.” But she’s not, she says, ever going to quit her job. Penny lives with an increasingly addled mother and tries to imagine the future, and the memory of the screaming woman turns wondering into worry and worst-case scenarios.


Volunteering for hospice gave Penny new appreciation for life’s transience. She found herself anticipating losing her parents—and wanting a record of the past. She asked John and Mary to record their memories. Just tell stories, she pleaded. Her father refused—“he thought it was baloney”—but Mary sat at home and spoke into an old recorder. Penny lent me the tape. On it, Mary talks as a symphony plays on a radio in the background and a distant dog barks. Mary paints small scenes of her childhood, impressions of her mother, of losing her mother to cancer when Mary was four, growing up the youngest in a big Polish family, their father raising them alone, of running around with neighborhood kids, struggling through the Depression and the war, and of meeting Penny’s father.


Near the middle of the tape is Penny’s favorite moment. Mary recounts a story that took place before Penny was born, but which resonates deeply with Penny, the youngest child. She first listened to the story while driving from Connecticut to Wisconsin, returning from a visit to her parents. In it Mary talks about the birth of Deborah, the second child. Sophie, the oldest, was one. With the arrival of this small stranger in the house, Mary said, Sophie wouldn’t eat:


After two days I called the doctor because Sophie didn’t even go to the bathroom. This had me so worried. The doctor asked if we were doing anything different because of the new baby. We realized we had stopped playing the half hour or so before Sophie went to bed. So that night we took Sophie into the hide-a-bed with us and [played with her] and watched TV for a little. Then we put her to bed.


Well, the next morning I set before Sophie a soft-boiled egg and toast. She ate it. The tears rolled down my face.


Mary takes a breath and continues, in the low, warm voice that Penny knows so well, So we knew what to do. That taught me a lesson. Every time I had another baby, my heart grew bigger. I loved all of you so much more. But I didn’t know how to tell you that. I knew I grew bigger to hold the love, but I never could explain it to you.


Listening in the car, Penny heard her mother speak of love expanding and cried.


•  •  •


On winter weekdays, this February of 2010, Penny arrives home from work in the late-afternoon dark. Pulling into the driveway, she spies her mother through the front picture window, Mary’s face lit by the one water-pump lamp and the television set. Penny finds the sight of her mother’s familiar head—its white hair, its particular shape and carriage—comforting. Penny is not yet an orphan, even if her mother is fading. Penny peers at the same head she’s known for forty-nine and a half years. “I know someday I’m going to be grateful she was there,” she says—meaning in Penny’s home.


“Hell-o, Mommy!” Penny calls, opening the door.


“Hell-o,” Mary says. Mary and Penny have similar voices, a bit gravelly, both nasal and melodic (a good voice for irreverent, funny stories).


In the kitchen, Penny deduces what her mother ate for lunch from the leavings: a banana peel, an empty pudding cup, dirty dishes. Penny cooks Mary dinner. She always cooks a protein and a vegetable, she says. They eat while watching the early news. Penny leaves the house again and drives to a six o’clock AA meeting. Meetings are her “savior,” she says. So, too, she believes, was coming home.


“I could be dead by now,” she reports during one of our almost-weekly lunches.


“If you hadn’t come back?” I ask.


“Mm-hm. Easily. Yeah.” This year she’s “working the program” with more diligence. Increasingly she views taking care of her mother as a big part of the work. She’s helping others, or at least one other. An important goal of the Twelve Steps, altruism doesn’t come easy. Like recovery from addiction, it is One Day at a Time.


Back home, Penny watches TV with her mother.


Mary often asks—particularly with reruns on the Hallmark Channel—“Have you seen this?”


“Yeah, Ma,” Penny often replies.


“Well, how could you see it without me seeing it?”


The familiar routine. “Mom, you have seen it.”


“Well, I don’t remember,” Mary says matter-of-factly. She adds, “I can’t remember shit.”


CRS. Penny has heard the term thrown around in her plainspoken family for longer than she can, well, remember. Before her mother’s diagnosis, the term meant, simply, getting older: Can’t find my glasses. What’s that actor’s name? Now CRS—can’t remember shit—has become another way of talking about the vascular dementia—cognitive impairment from recurring, tiny strokes—that Mary has been diagnosed with. As the winter months pass, Mary asks more often, “Why can’t I remember?” Over and over Penny hears the phrase, more plaintive than in earlier months.


“Because you have CRS,” Penny says.


“Oh, that’s right,” Mary says. In her caregivers support group, Penny often calls her mother a “little Buddha.”


Penny later confesses, “I can’t tell if by ‘Oh, that’s right’ she really understands. She knows what the expected response is.”


Occasionally after an exchange like this, Mary grumbles, “You’re just going to have to put me down.”


“That used to really bother me, early on,” Penny says. “I’d say, ‘Mom, don’t say that.’ ” Penny pauses, looking, as is her habit, for a reason to smile. “Then I started saying, ‘Mom, it’s not legal in this state. If we lived in Oregon, we might be able to swing something. But I’d have to pay off a few people. Because you’re not that bad yet.’


“We do keep laughing. That’s what my family does.”


•  •  •


Penny walks through the living room. “What’s going on now?” she asks her mother, pointing to the TV show.


“Ooh, I don’t know; I can’t follow it.” Mary stares at the screen.


All the year and a half they’ve lived in this new house, Penny has hated the TV, the “mind-rot box,” as she calls it. The sound of it, its pervasiveness, reminds her not just of how her life revolves around Mary, but of what Penny is losing: her mother, the living woman her mother used to be.


Every night before bed, Mary rolls her walker into the bathroom and brushes her teeth. Penny calls down the hall and reminds her mother to take her bedtime pills. Penny knows that Mary stands over the pill organizer, which Penny fills at the beginning of each week and leaves on the table next to the sink. Mary looks at the rows of subcompartments, marked with the days of the week. “She calls to me,” Penny says, imitating her mother’s voice, which means intensifying her own, “‘Is today Wednesday? Is today Thursday? Just checking.’ I used to get annoyed. I want to say, ‘Look it up on the calendar!’ Then I’d think, ‘Just answer her. Think what it’s like to be in Haiti right now.’ ”


The month before, the devastating earthquake had killed more than two hundred thousand Haitians and left millions without food, housing, clean water. But knowing the intensity of others’ suffering doesn’t always lighten one’s own—although it might help with one’s response. Penny’s mother is diminishing; Penny is a daily witness. She’s trying to manage her mother’s care—and bear long, slow loss—with skill and goodwill. She often wonders how much more she can take. What will tip the scales? Incontinence? She’s already dealing with that. A fall? Her mother starting a fire in the kitchen? Penny figures at some point she’ll need to move Mary to a facility. She just wishes she knew when the right time will be, and what is coming.


The uncertainty is hard, the going unpredictable. Penny will slowly find that in caring for another she herself becomes more steady and kind.
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Penny finishes work each day at four; her weekly caregivers support-group meeting begins at four. So she always arrives at the meeting a few minutes late. Every Thursday this winter she strides through the bright hospital lobby, past elevators, and down a hall where staff have hung landscapes by local artists. She turns right at a MAMMOGRAM AND BONE DENSITY sign, left at another set of elevators, and heads down another hall. The corridor is narrower here, the ceiling lower. The exposed pipes over Penny’s head have been painted black, and the walls are, appropriately, hospital green. She passes food-prep staff working in small, fluorescent-lit offices. The air smells like fryers and sour grills. Across from a small cafeteria, she enters a bland, windowless conference room.


This is the hub of a wheel. In coming months, beginning in this room, friendships will forge, relationships will intertwine. In this subterranean space—shawl cold in summer, whirring and gusty with blowing heat in winter—sealed off from the world, women and men will tell private stories, offer weekly chapters in long sagas about their great daily burdens, interspersed by drama and death. Long-termers come weekly; others drop in every few months. Occasionally a visitor stops by, hears others’ troubles, and never returns. I come along and stay for time enough that I almost feel I belong.


Benjamin Cooper, the group’s moderator, usually bounces in five minutes late, just freed from a previous meeting. A compact man, balding, bearded, forty-five, he has an expressive, slightly elfish face. He has clipped his hospital badge—an I GOT MY FLU SHOT sticker on it—to his shirt pocket. An art therapist and the father of two school-aged children, he is the lead counselor in the “behavioral health unit” of the hospital, four floors above. Four years earlier, Ben had volunteered to moderate this group. He figured, presciently, that taking on new tasks would enhance his job security. Layoffs loom.


In the beginning, running the group, he was the “nervous support group leader.” He knew nothing about caregiving, nor dementia and other diseases. Had someone asked, he wouldn’t have been able to list, say, what every dementia caregiver should know about the progression of his or her charge’s disease, or the risks that stress poses to caregivers’ health. But he knew group dynamics, how to facilitate gatherings of strangers—the rest he learned on the job. By now his nervousness is gone. In meetings he listens, nodding. He offers advice rarely, asks questions occasionally, and more frequently offers short, affirming remarks. The comments often show how well he knows the regulars. He’ll refer in passing to Daniel’s scholarship, William’s wood carving, Inga’s travels. “A lot of these people want to reclaim their lives,” Ben says. Part of his job, he believes, is “learning who they were before.” In months to come, he’ll speak of feeling caught up in the members’ lives. He’ll attend funerals, visit caregivers and care recipients in hospital rooms, receive phone calls from group members during his busy workday. He’ll worry occasionally that he’s getting too involved, crossing professional boundaries. He is a facilitator, he reminds himself, not a therapist or a friend.


During this winter of 2010, a half dozen regulars typically sit around the table: Daniel, almost always at the end by the door closest to the way in; William, usually along the side nearest to the hall; Liz, often across from William; Ben frequently sits next to Daniel. Inga often ends up a few seats from Liz. Rufus usually strides in a little late and takes a seat by Liz and Inga. As the year progresses, ever more caregivers will join and stay. But at this point in the group’s history, no more than eight people ever show up. The regulars, the caregivers—Penny, Daniel, William, Liz, Inga, and Rufus—fill the room with their stories.
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At her first support-group meeting, back in early 2009, Penny listened to eighty-eight-year-old Daniel “tell his life story.” He became Penny’s “most favorite guy. That’s why I wanted to go back, just to hear him talk again.” A retired professor of German, Daniel amazes the group with tales about his past. Members admire his stamina, his old-fashioned grace, and his intelligence—undiminished by age. He often arrives at the group earlier than the others and nods and tips his tweed cap toward each person who enters next: “Hi, Liz. How are you?” he says in a voice at once raspy, gentle, and somber. “Hello, Penny. Nice to see you.” The group’s love for him is magnified by their sense that he may not live much longer. “I don’t know what kind of shelf life he has,” Penny says in her matter-of-fact way. “He has some kind of slow-moving cancer.”


He has non-Hodgkin’s lymphoma and has lived with it for a decade.


He is thin and stooped, his skin translucent. He always wears slightly tattered corduroy pants, a button-down cotton shirt, a leather bomber jacket, and the tweed cap. His corduroys, while the correct length, fit wide on his skinny frame. He cinches his belt tight. His pants hang, the fabric bunching at the belt and draping over the scaffold of his hips. Daniel appears at first completely bald, but one day I notice fine hair growing around the back of his head, just above his nape. Liver spots fleck the rest of his smooth dome. Crust sometimes forms on his ears. The skin on Daniel’s thin face closely traces the shape of his skull and is taut across his aquiline nose.


Daniel’s large, bony, and elegant hands have long fingers. Nearly a century ago, his German father toured internationally as a piano accompanist for violinists and singers. His mother sang professionally, mostly German lieder. Daniel studied piano under his father’s stern eye. He played a Haydn symphony, arranged for four hands, sitting with his father at the keyboard. Over and over, in a particular passage, Daniel got the rhythm wrong. “Falsch! Falsch!” his father cried, and Daniel tried again. His hands grew accomplished, intelligent.


When he speaks to the support group, he lifts his long fingers articulately. They hover over the table. One day this winter, he tells everyone that he’s not doing well. “My wife is in the hospital,” he says.


Daniel’s caregiving has a twist. His wife, Leanne, is twenty-five years younger than he, in her early sixties. She is bipolar. She has other neurological problems, not definitively diagnosed, and still other health difficulties she has asked Daniel not to share with the group. She’s in near-constant physical pain. She takes many medications. Figuring out the right ones, keeping track of them, managing the side effects—all of this is an enormous strain for Leanne, challenging for her doctors, and burdensome for Daniel, as are her fluctuating moods.


“She was severely depressed,” he tells the group. “She said, ‘Take me to the hospital.’ ”


He had driven Leanne along a winding road to a small hospital forty minutes away. The doctors checked her into a geriatric psychiatric unit—“a decent place,” Daniel tells the group. He’d driven home alone.


“She has all kinds of physical ailments.” He leans over the table and utters a version of a refrain he repeats nearly every week: “It’s hard for me to take care of her—because I’m so old.”


•  •  •


In the demographics of caregiving, Daniel is an outlier. The previous year, the National Alliance for Caregiving surveyed caregivers for people over fifty and found that only 5 percent were older than seventy-four. In his support group, however, Daniel’s not demographically alone—although he is the oldest. Eighty-three-year-old William’s wife is in a nursing home. Two other octogenarians will become regular members later in the year. The very old who care for the old cope with their own declining vitality—even serious health problems—and the needs of those who depend on them.


This winter of 2010, Daniel struggles with the everyday burdens of Leanne’s mood swings, hospitalizations, and falls—and with housework and meal preparation, to which Leanne can barely contribute. He comes to the group each week and talks about his trials. He finds escape in his remarkable memories of prior decades, and comfort in music: he sits at home and listens to classical programs on public radio and selects favorite pieces from his shelves of CDs.


His caregiving will last only another year.


•  •  •


Daniel met Leanne when she was his graduate student in a summer tutorial. They married about two years later, in 1975. She had told him that she was manic-depressive (as bipolar disorder was called at the time). He says he didn’t think much about it; she seemed fine. He remembers learning later that Leanne’s first psychiatrist had told her that her illness would likely worsen as she got older. This turned out to be true. Other health problems came along as she aged. Daniel doesn’t remember exactly how or when his role changed from husband to caregiver-husband. But one day in the late summer of 2008, after Leanne had become truly dependent on him, he noticed an ad for the support group in the local newspaper. In early meetings, often only he and two other men showed up. The men used to sit and talk about World War II. Eventually, toward the end of the hour, Ben recalls, the three would get around to discussing caregiving.


One of the other men was William. His wife, Joan, has Alzheimer’s. A few years ago, Joan stayed for months in Ben’s behavioral health unit. (The spouses of several other group members, including Daniel’s wife, have spent time there, too. When group members refer to the place, they point to the ceiling and say “up there,” as if indicating heaven, which of course it is not.) Later Joan moved to a nursing home. William visits her daily. He’s a model in the group for his commitment to his wife, and also for finding enjoyment where he can. A retired builder, he makes wooden toys and birdhouses in his shop. For many years he has gotten together weekly with friends at a pizza place, where they play the state lottery, share a pizza, tell funny stories, and drink beer.


Daniel sees William’s caregiving experiences—and those of the others whose spouses or parents have dementia—as very different from his own. Leanne’s thinking is unimpaired. In this and other ways—background, education—he and William diverge. Still, Daniel finds solace in the group—in part, to his surprise, because of such differences. He’s amazed by the gathering, sees it as uniquely American, “in the best way.” A diverse bunch—male and female, financially secure and less so, gay and straight, liberal and conservative (although all white)—they come together as strangers and, through the weekly sharing of stories, develop not just relationships of support but, in many cases, friendships. Daniel believes such democratic openness would not have happened in Germany.
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