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Oh Lord, make me know my end and what is the measure of my days; let me know how fleeting I am.


—Psalm 39


The manner in which a society behaves with its old people unequivocally reveals the truth… of its principles and its ends.


—Simone de Beauvoir, The Coming of Age














PROLOGUE


The Oxbow and the Ice Floe
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Time is the substance from which I am made. Time is a river which sweeps me along, but I am the river.


—Jorge Luis Borges, Labyrinths


On her eighty-eighth birthday, my mother-in-law, Janet, sat in the bow of a green canoe paddling down the Brule River. That day, our family flotilla of canoes and kayaks also carried my own parents and the three grandchildren they shared. From the stern of Janet’s canoe, my brother, the family naturalist, pointed out common mergansers and the bald eagles that have returned to that part of northern Wisconsin, where I, too, have returned to our cabin every summer since childhood.


I didn’t know it then, but we were paddling very near the continental divide: While the Brule flows north to Lake Superior, the St. Croix, just a few miles away, runs south into the Mississippi and on to the Gulf of Mexico. A small move can make a big difference in where you end up.


As the river curled into an oxbow, we paddled to a little island inside its U-shaped curve. The kids leaned toward shore to pick wildflowers for a bouquet, fashioning a crown that their grandmother rested on her white hair. Then we held fast to one another’s boats and sang, voices full over the water, “Happy Birthday to You.”


“You’re all very kind,” Janet said with a stricken laugh. “But as you sang so beautifully, I suddenly thought, ‘This is it. They’re going to leave me here on this muddy little island.’ I know it sounds crazy, but for a moment I was sure it was true.”


Longevity has taken varying forms in my family. Janet kept on living in her Chicago apartment, enjoying friends and seeing clients in her therapy practice until age ninety-five, when she began to need help. My mother lived fully until she died of cancer at eighty not long after that day on the river. And my father survived a host of health crises into his nineties, when many evenings still found him, nightcap in hand, reciting long stanzas he’d memorized in his youth—Shakespeare, Byron, Shelley, Keats, and Yeats. Tennyson moved something new in him in old age, and he bookmarked “Ulysses” in his worn anthology: “Tho’ much is taken, much abides; and tho’ / We are not now that strength which in old days / Moved earth and heaven, that which we are, we are.”1 Given that which he was, he was adamant about living alone, a fragile freedom made possible by good medicine, house calls, and the loving care of my sister, Heidi.


Even with the cushion of resources for aging in my family, Janet’s fear on the river shook me—evoking legends of elders in the far north consigned to ice floes when their tribes deemed that their burden outweighed their benefit. Janet had known loss. Her father had abandoned the family when she was a teenager, and two husbands had died young. She’d also lived long and well and saw life clearly—both the inner and aerial views—in all its contradictions. But her reaction to that muddy island was something different.


Between 1900 and 1999, Americans gained, on average, thirty extra years of life. “Eighty is the new fifty,” we’re told, and octogenarians and nonagenarians at the peak of their powers and relishing life prove the point. We’ve enriched old age with new knees and hips, e-readers with large type, and video chats connecting distant family and friends. For millions of people, there has never been a better time to be old.


Studies also show that we grow happier as we age, at least through our seventies, as our priorities sharpen and we more appreciate what we have. Still, the years take their toll. We strive for longevity but feel conflicted about old age. On the one hand, there’s the beloved, even revered, elder, living with purpose, good care, and love. On the other, there’s the older person as a millstone, resented for taking up space and resources, for staying alive.


Our longevity means that millions more people will need care than ever before. Here, too, at first, our era seems a good one to grow old. We have abundant options, we’re told: tens of thousands of facilities, with expert staff to meet residents’ every need, and for the majority of older people who prefer to “age in place,” skilled nurses and aides to come to the home. But when the time of need arrives, many families find the options woefully wanting and often unaffordable. By the time many of us learn this, it’s too late to make a change.


For some the realization comes after a loved one moves into a facility only to learn that the care is substandard. So, they advocate. Or they supplement the care. Many try to avoid facilities at any cost, meaning that the vast majority of eldercare is, as it ever was, provided at home by family and friends, an “informal” and unpaid workforce, more than forty million people strong. Those caregivers, with little support, allow older people to stay at home longer and spend less time in hospitals, rehab, and long-term care facilities, saving money for Medicare, Medicaid, and private insurers. But all those “free” services, valued at about $500 billion a year, come with high unacknowledged costs to the caregivers themselves. Those costs are measured in time, money, jobs, health, and stress.


Whatever care people cobble together, most find the systems fragmented, with baffling options of uncertain quality. Trying to synchronize the various systems that come into play in old age—like health, housing, services, finances, and law—is harder still.


Like many people, I was surprised by just how complicated, onerous, and sometimes cruel navigating those systems can be. Their brokenness often eclipses what matters most in late life, leaving many people feeling like they’ve “failed” at aging or at caring when in fact they’ve been failed by society’s unprepared and sometimes corrupt aging machinery.


Aging can be hard, to be sure, but it’s been made infinitely and unnecessarily harder by our failure to build the infrastructure we need to age well. A central question running through this book is: What makes aging so much harder than it should be? My goal is to map the terrain to give us a better sense of where we are now and where we might be headed, in hopes that doing so will help readers to forge a more just, gentle, and joyful old age for themselves and for those they love. Understanding the systems—how they work and how they don’t—can help us spot potential pitfalls sooner, and steer around them. It can also help us see and navigate toward aging’s many positive aspects and, in the process, push the culture to do so as well.


Both my work and my personal life have exposed me to scores of examples of how things go wrong, how they go right, and the approaches that can lead us toward better long lives. In working as a civil prosecutor at the Department of Justice (DOJ), I had an inside view of cases against nursing home chains that mistreated residents, revealing forces that subvert good care. In heading up DOJ’s Elder Justice Initiative, I saw policy being shaped—from sterile conference rooms to the halls of Congress—and tried to shape it myself. In launching a research program, and later working on research teams and building new solutions, I saw the importance of asking “what works?” and of collecting data to answer that question. In working with experts from medicine to services, from finance to forensics, I saw the challenges and rewards of aging through their eyes, giving me a multifaceted view of what progress could look like. And in working on the Elder Justice Act, I saw how just introducing a new bill could coalesce its proponents into what became known as the elder justice field.


Still, even after the bill was enacted in 2010, funding to implement it was negligible. The law itself foundered for years, along with many other of my aspirations, leaving me frustrated, again and again, by the creeping pace of change. I wanted to understand what was going on. Tracking the arc of a law, the arc of long lives, and the arc of change itself took me on a journey of awakening consciousness to many unexpected places. This book also chronicles the hard-won lessons of that search.


When I’m asked why I do this work, my usual answer is that the challenges are vast and growing, millions of people are suffering from preventable causes, and there’s much we could improve if we set our minds to it. But I think there’s also another more primal force: my mother.


My mother was a doctor, as were her mother, both of her sisters, and several of their daughters. Medicine was the respectable line of work for the women in my family. My parents fully expected me to fall in line and follow my mother into psychiatry. But after my first year of college, I was having doubts. I took a break to learn more, and signed up for an immersion program, moving into the state hospital in Rochester, Minnesota, my hometown, to be a resident volunteer. For volunteering twenty hours a week (which more often turned into forty or sixty), I got room and board on PS1-A, a general admission psychiatric ward where the bedrooms, including mine, had stone walls, shatterproof windows, and beige metal doors. The cafeteria food and social scene there were not unlike many high schools—including the one I’d graduated from, just a few miles away.


I’d spent lots of time at that state hospital while growing up. My mother worked there, in a different building. I saw it through her eyes, and to her neither the place nor the people who lived there seemed frightening. She recognized humanity in inhumane places and embraced people others preferred to look away from. Some of her patients, when they were discharged, became our car mechanics and babysitters. It was a different time and boundaries were never her strong suit.


As a volunteer, I did odd jobs for the nurses, many of them devoted and smart, and went on outings with the patients. But mostly I hung out—with the nurses in the staff room late into the night when the ward got quiet, and with “the ladies,” as the patients were then called, in the “day room,” gossiping, smoking, drinking thin coffee, and doing puzzles, the TV always blaring. When gaggles of nursing students came through, the ladies and I laughed about the anxious way they asked me questions, assuming I was a patient. In fairness, it could be hard to tell. One of the ladies looked like an administrator with a taste for high fashion. Another sent herself a dozen roses weekly, from a secret admirer. A third reminded me of a college classmate.


A warren of tunnels linked the buildings on the sprawling campus. One underground room was used for weekly dances—patients, staff, and volunteers reeling around to waltzes and polkas. Another was used for electroshock, gurneys ringing the perimeter. A bevy of white coats moved from patient to patient. They knew the steps—thread the IV, attach wires, sedate, slip a rubber tube between the teeth, step back, jolt, seizure, stillness. Patients woke up woozy, memories blitzed. Like the hospital itself, it was another era’s remedy: for some an antidote, for others a travesty. For me, then nineteen, just witnessing those shocks that passed for good intentions was deeply unsettling. But my eyes were way out ahead of my brain’s ability to fathom what I’d seen.


When I returned to college, I talked my way into a class in mental health law. We visited California’s state hospitals and debated how to balance the liberty and safety rights of vulnerable people. I learned that lawyers (like my professor) were using the law to shift norms in medicine and mental health care. Ephemeral words strung together into laws could take on real force. They could improve or undermine the health and well-being not just of one person but of millions.


I decided to go to law school.


I didn’t connect the dots until much later, but living at the state hospital, in all its humanity and horror, kindled in me an abiding interest in how society treats vulnerable people, the institutions and systems we create “for” them, and how we can find more humane and effective ways of doing things. Those issues, I learned, are as critical to aging as they are to mental health. And yet, also like mental health, although we’ve known for decades that robust community-based services and supports make all the difference, we put our resources elsewhere. Even when we know what works, we often fail to do it.


Why haven’t we done more to prepare for society’s aging when we’ve long seen it coming? In large part because of our pervasive animus toward aging itself. Pioneering physician Robert Butler coined the term ageism in 1968 and defined it in his 1975 book, Why Survive?, as a “process of systematic stereotyping of and discrimination against people because they are old, just as racism and sexism accomplish this with skin color and gender.” The tragedy, Butler explained, is not getting old but that aging “has been made unnecessarily and at times excruciatingly painful, humiliating, debilitating, and isolating.”2


Almost a half century later, in Caste, author Isabel Wilkerson described the problem using another word: “Even the most privileged of humans in the Western world will join a tragically disfavored caste if they live long enough. They will belong to the last caste of the human cycle, that of old age, people who are among the most demeaned of all citizens in the Western world, where youth is worshipped to forestall thoughts of death. A caste system spares no one.”3


By whatever name, the fear, shame, and disgust that cling to aging like a toxic mold diminish its humanity. The bias then compounds itself, producing and perpetuating the very conditions the prejudiced find so repellant. Deprive the enslaved of education, then castigate their lack of learning. Idolize women’s looks, then diminish their fixation with appearance. Neglect the old in body, mind, and spirit, then feel disgust for their decline and decrepitude.


In measuring ageism’s impact, researchers have found that it shortens lives and costs billions. It also seeps into the culture where it’s magnified by our institutions. Our personal choices about aging aren’t made in a vacuum. They’re made in the context of the culture and the options available to us. So, improving how we age in our own lives means pushing our systems to improve, too.


Too often we think of old age as an island when in actuality we age not only as individuals but also as parts of families and communities, its repercussions rippling through both. And although we tend to freeze “old” in time, how we age is entwined with what happens earlier in life. Unaddressed problems build over the years. By late life, the snowball has become an avalanche. For well-being in aging, we need to better support people—caregivers and care recipients—through the whole life cycle.


This story of American aging is also shaped by another American story: our preoccupation with independence. By elevating adamant self-sufficiency to a singular virtue, we set traps that ensnare us in isolation and loneliness despite ample evidence that it’s in fact interdependence that leads to better health and well-being.


Another cultural inclination that serves us poorly is that we tend to wait until trouble happens and then react, instead of trying to get out ahead of it. Identifying the kinds of early and midcourse adjustments that might prevent trouble could do much to enhance our long lives.


Unlikely as it sounds, I found an illuminating model in automobile safety. When car companies started installing seatbelts, auto fatalities dropped. But medical examiners who investigated car crash injuries found patterns revealing that not all seatbelts were equal. Forensic analysis made the invisible more visible. Lap belts were better than no belt, but they didn’t protect upper bodies from catapulting into windshields and steering wheels. Such observations, and research confirming them, changed emergency medicine, car manufacturing, consumer safety practices, laws, and eventually social norms, preventing millions of traffic fatalities.


Reducing harm required looking closely at the grim aftermath and analyzing what went wrong, not just once, but many, many times to reveal the patterns. I wanted to trace the problems with aging I encountered back to their sources, try to discern the patterns, and better understand what progress might look like.


Aging plunges all of us into new worlds, each one with its own language and ways. Families often split up its diverse demands—care, finances, errands, insurance—depending on who’s closest or best suited for what. No one can know or do it all. A similar dividing up of responsibility happened in my professional life. The translators and guides who helped me understand the many worlds of aging and how these worlds intersect—among them a doctor, a criminal prosecutor, a social worker, an elder lawyer, and a banker—are characters in this book.


The book also has nonhuman characters—the fragmented systems that for now primarily appear in the role of villain. Systems are abstract and often obscured as we struggle to navigate them. But the harm they inflict is real. And their life-saving power when they do work is real, too.


In writing about people and systems, I inhabited a liminal role—simultaneously participant and observer, colleague, and chronicler. I tried to write what I knew, but as I looked more closely, instead of finding clear answers, often I found deep questions about the meanings of autonomy and safety, of compassion and justice. I learned how the trade-offs between them can evolve over a life, and how those trade-offs differ by person, family, and culture. What I learned changed me, too. For one thing, I started out as a prosecutor and emerged a “preventionist.” This book tells that story, as well.


What my colleagues and I came to understand was that trouble often grows from the kernels of very common aspects of aging—caregiving, health, housing, money, and the struggle to balance competing interests. Part I describes those challenges with an eye on ways to better navigate them.


Part II looks at how society responds when things go wrong in old age, the hard, sometimes shocking questions such cases raise, and some new ways to tackle them.


The subject of Part III is change, with examples from the community level to the level where federal laws are made, as well as a look at the mechanics of social change-making itself. The final chapter looks inward, at the intimate tools of change we possess in ourselves and in our relationships with others: the capacity to make meaning of time and aging through curiosity, purpose, stories, awe, and love.


As I wound my way from subject to subject, I found myself unexpectedly hopeful by the end. Powerful tools of change are already in the hands and hearts and minds of everyone who loves someone old, or who is aging. That is to say, all of us. By focusing more on what matters most and facing the future with less fear and greater generosity, we not only enrich our own lives but nudge the culture to do so as well.


In looking backward, successful change, like those shoulder belts, may seem obvious. But midstream, static and signal are harder to tell apart, especially when it comes to matters of longevity. Aging may seem imperceptibly slow, but it’s an illusion. We can’t feel ourselves hurtling through space as the earth spins or hurtling through time as we age. But we’re hurtling nonetheless. Paying attention to where we want to end up, and helping others do the same, is central to the business of living. Even small moves can make a big difference. But for now, there’s little social support for that kind of refocusing, despite the profound benefits it can yield.


In the pages that follow, I have tried to lay out both challenges and gifts of aging, in hopes that a more nuanced understanding can light a path for us—us as a society, us as families, and us as individuals—to improve our odds of a better old age.
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Part I



CHALLENGES
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The privilege of living long lives comes with challenges. There’s the practical stuff: how to get the right care, where and with whom to live, and how to pay for it all. There are autonomy-safety balances to strike. Driving gets the most attention, but risky decisions about money, sex, care, and where to live are just as fraught. The institutions that are supposed to protect us as we age—like guardianship, powers of attorney, and nursing homes—too often harm us instead. And the biggest culprits are often hard to see—like our social norms that do more to undermine than enhance our well-being as we age. Understanding these varied challenges is the first step to charting a better course through later life.















Chapter 1



CARE
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There are only four kinds of people in the world: those who have been caregivers, those who are currently caregivers, those who will be caregivers, and those who will need caregivers.


—Rosalynn Carter


What did I know, what did I know
 of love’s austere and lonely offices?


—Robert Hayden, “Those Winter Sundays”


Love and Duty


Like a shift in the seasons, it’s hard to pinpoint the moment when things begin to change, as time and need recast our relationships, and then recast them again. But whoever we become as adults, some part of who we were with our parents shadows us if they live long enough to need our care. The role exists in a time warp, one that millions of us will at some point inhabit.


The more I learned about aging, the more caregivers assumed center stage. They often determined whether older people in ebbing health flourished or came to harm. Their contributions, most unpaid or underpaid, are measured in hours and days, in years and decades. Their work is composed of countless tasks, rendered from near and from afar.


There’s little discussion, let alone consensus, about profound questions that attend the work. What should be expected of caregivers? Can they meet the high demands? At what cost to them or the people they care for? For how much, if any, compensation? And what guidance and support should they be entitled to receive?


Similar questions rumbled through my own family. After my mother died in 2008, my father stayed in Rochester, Minnesota, where he’d lived since emigrating from Ireland in 1951, to practice cardiology at the Mayo Clinic. That’s where my seven siblings and I grew up. In the mid-1990s, he and my mother had moved from our family home to an apartment, thrilled to have less housework, no more snow shoveling, and a warm garage. When he rounded ninety, my father said he’d lived longer than anyone else in his family ever had. That’s true in many families these days.


At one time, only the exceptional few reached what’s called old-old age. In the twentieth century, Americans’ life expectancy jumped from forty-eight to seventy-eight (with a dip to seventy-six in 2021 due primarily to COVID-19).1 This increase, as the historian Steven Johnson has pointed out, is “a result of progress at both ends of the age spectrum: Children are dying far less frequently, and the elderly are living much longer.”2 In 1800, almost half of the children born in the United States died before they turned five. Today, the rate is less than one in a hundred. There are also fewer deaths among people in the in-between years.


Johnson argues that the resulting longevity is humanity’s single greatest achievement of the last century but doesn’t get the attention it deserves because it’s slow moving and made up not of one feat but a multitude: People learned how to pasteurize milk and to boil and chlorinate water. Our nutrition and education improved, and we reduced industrial toxins and sewage. We started using refrigeration and seatbelts. Then, of course, there were vaccines, drugs, and surgeries. Also, critical to extending our lives were less-tangible efforts by the people who pushed good new ideas into practice, changing norms. The cumulative impact on aging has been nothing short of astounding.


Societal changes further transformed aging in America. Government programs like social security reduced poverty in old age. Medicare and Medicaid improved access to health care. Employer-based pensions and tax-deferred savings accounts like 401(k)s supplemented retirement income. The housing industry developed vibrant elder-friendly communities. And a massive long-term care industry promised older people convenience, community, and care under one roof, with the vigilance of a hospital and the comfort of home.


As the twentieth century gave way to the twenty-first, my father’s cohort—people eighty-five and older—became the fastest growing segment of the US population. Their number—just 1.5 million in 1970, and 6.6 million in 2019—will balloon to 18 million by 2050.3 We are living among a whole new old-old population unprecedented in human history.


Still, the victory is a qualified one. Our life spans exceed our “health spans.” Improvements in trauma care and infection control mean that fewer people die suddenly or young, but progress in reducing chronic illness—like diabetes, arthritis, and heart failure—has been more modest. Whereas the life expectancy in the United States in 2019 was seventy-eight years, the healthy life expectancy was just sixty-six years.4 And both life expectancy and healthy life expectancy are lower for the poor, poorly educated, and people of color.


The result? Almost three-quarters of people eighty-five and older have some “functional disability.” More than half will require some paid assistance.5 It’s not just our physical health we’re outliving, it’s our brain health, too. Physical and cognitive disabilities mean that tens of millions of people already need more care than ever before, and their numbers are rising.


At some point in their lives, about a quarter of older adults will receive two or more years of paid long-term care at home or in residential care facilities that go by names like nursing homes, assisted living, and group homes.6 Residential care is a double-edged sword. Sometimes it’s great; sometimes it’s awful. Whatever their reasons, most older Americans—including my father—want nothing to do with it. Three-quarters want to “age in place” and get care at home if they need it.7 Another one in ten prefer to get care at the home of a loved one.8 How to provide all that home-based care in a way that preserves the well-being of care recipients and caregivers alike are questions we haven’t yet answered.


When I visited my father, he worked and read at his desk in his office for several hours a day while I did the same at my mother’s old desk. She used to get up before dawn, so had angled her desk to welcome the sunrise, facing the stone windowsill where Daddy’s brown, dry cactus now sat. He claimed it was still alive, which became a running joke among my siblings and me although we half suspected he might be right.


His frailty snuck up on me. It was discombobulating. He had always been so dominant, so unyielding. He had disapproved of my choices and was shocked when I didn’t bend to his wishes—about religion or profession. For him, those demands were existential; good children acceded to their parents’ wishes. He hadn’t counted on the provocations of raising a family in a world so different than the one he’d known. But those grueling years of conflict had long since healed over. Old age and frailty brought forth a new pacifism and sweetness in him, and in me a new tenderness for him, mingled with anticipatory grief. A little like the sensation when you first notice that the leaves have begun to fall.


Writing about caregiving from my mother’s desk was surreal, the term’s vast range made manifest. I was sitting at the cushy end of the spectrum. I ran errands and cooked. We ate meals and watched baseball. And he recited poetry, the compendium in his head a hundredfold that in mine, his mind sharp, his body patched up a dozen times courtesy of his Mayo Clinic colleagues.


I was just a reinforcement. My sister Heidi, a cardiologist who lived a few blocks away, was the front line. She visited him almost every day when she was in town and called when on the road. “That’ll be Heidi now,” Daddy would say when the phone rang—and it always was. Despite her own busy work and life, Heidi somehow found ways to help Daddy get where he needed to go and procured his medications, special candies, and brandy. Heidi bought him fancy Hennessy. He bought himself the off-brand stuff in plastic half-gallon jugs. On many a Saturday night, Heidi had him over for dinner, often along with Dean, his priest and friend.


Heidi was caregiver, care manager, and field general. She scheduled medical appointments and directed the troop movements, not only of doctors, nurses, and aides, but also of us siblings and other family and friends who made the pilgrimage to see him. This required not only lots of time and thoughtful planning but also the weight of being in charge, always on call. She was the one to whom Daddy and the rest of us looked.


My brother Danny, who lives in Minneapolis, was Heidi’s deputy. He was Daddy’s Sunday short-order cook, rustling up eggs and bacon or Irish rashers for dinner. They often ate—cheering or commiserating—while watching the Twins or Vikings play. Danny was also director of tech support, the one Daddy called when his computer slowed to a crawl. Danny diagnosed the problem—2,000 open solitaire games—and closed each one. The other six of us who live on the coasts rotated in and out, as needed or not. We knew we were lucky to have the home team there, close and with expertise.


Caregivers


Visits when my father’s health was bad could feel weighty. But even by one of the less demanding definitions of caregiver, I didn’t log nearly enough hours to qualify as one. The National Alliance for Caregiving and AARP estimate that 41.8 million Americans, most of them family, provide an average of twenty-four hours of “informal” or unpaid care every week for a person fifty and older, over an average of four years.9 That’s more caregivers than the entire population of California. The estimated annual value of all their care is about $500 billion.10 And they lose an estimated $522 billion in income a year due to caregiving.11 That massive unpaid labor force provides care that health facilities once supplied. It facilitates older people’s longevity and shores up our national health and social service systems. Many people don’t sign up for the job and get little notice before it’s thrust upon them. Forty-four percent felt they had no choice.


I wondered: Who are caregivers in general? In a 2022 study of people using caregiver resource centers in California, they were adult children (51 percent), spouses (35 percent), partners (1.1 percent), other relatives (10 percent), and nonrelatives (2.6 percent).12 The “typical” caregiver profile is a middle-aged woman who provides unpaid care on top of working her own job. For the 39 percent of caregivers who are men, the job usually entails cooking and laundry, handling finances, and care management. Women handle those tasks and, in addition, are more likely than men to handle the heavy lifting, literally—bathing, “toileting,” and dressing. Many juggle eldercare with childcare. Women also perceive caregiving as more burdensome, feeling more hostility and stress than their male counterparts. Caregiving spouses tended to be older than other caregivers and in poor health themselves.


Women have been overrepresented among caregivers for millennia, of course. Research shows that having a daughter or daughter-in-law as we age is good for our health. But today that gender disparity comes with unprecedented pressure as more women are in the workforce with families dependent on their income. With birthrates falling and families dispersed, households are smaller, so there are fewer people around to share domestic work, just as millions more older people need care.


Women also provide care for more hours than men and it affects their careers more. They reduce work hours and pass up promotions. They take leaves of absence, cut back, or leave the workforce entirely. Those changes reduce caregivers’ current economic wherewithal and reverberate into their own old age by reducing their social security income and retirement savings. Women’s pensions are about half those of men’s, in part because they spend an average of twelve years out of the workforce raising children or caring for older adults. Women fifty and older who leave the workforce entirely for eldercare lose an estimated $324,000 compared to $284,000 for men. “Free” care isn’t free after all.


People of color also are disproportionately caregivers, “often lead[ing] to an inability to create generational wealth.”13 In general, they’re also younger, provide more care, have fewer means, care for people who are sicker, and report worse health than their white counterparts. They also tend to get more help from family and friends and have a stronger sense of filial obligation. Though African American caregivers report lower levels of caregiver burden and depression, Hispanic and Asian American caregivers report higher rates compared to their white counterparts.


People in the LGBTQ community disproportionately serve as caregivers too, and male caregivers report providing more hours of care than female caregivers. “Families of choice” also often figure into caregiving arrangements.


Help Me! 


Caregiving’s demands have escalated with longevity. It’s not all running errands and flipping TV channels. A 2016 National Academies of Sciences, Engineering, and Medicine (NASEM) report on caregiving found that older people’s homes have become “de facto clinical care settings.”14 More than three-quarters of the caregivers serve as “care coordinators,” trying to glue together a coherent whole from the fractured multitude of systems. They schedule appointments, arrange transportation, and negotiate with insurance companies.


Fifty-eight percent of caregivers say they performed medical tasks, with 40 percent reporting high-intensity caregiving.15 This isn’t so surprising as people today are discharged from hospitals and rehab sicker and quicker than before, leaving caregivers to perform nursing and medical tasks. They handle IVs and give injections. They manage feeding and drainage tubes. They change dressings on gaping wounds and thread catheters into bladders. They suction tracheostomies and adjust dials on breathing machines. With little training for these intensive jobs, they worry about doing too little or too much, about making lethal mistakes.


Despite its massive toll, caregiving-the-issue remains hidden in plain sight, gaining little traction as an issue of public health, economic security, jobs, or gender equity. Politicians and policy-makers rarely consider or are held to account for how their actions affect caregivers or the quality of care they provide. Families get scant support or guidance for how to plan for this often long, many-staged, arduous—and sometimes unexpected—phase of family life.


The job is often so complex that even people with lots of education and resources feel overwhelmed. And they’re the lucky ones.


I learned a lot about eldercare from geriatrician Laura Mosqueda, a doctor at USC’s Keck School of Medicine specializing in the health of older people, like pediatricians specialize in kids. On clinic days, her exam room fills not only with her older patients but also their partners, children, and caregivers. Because they too are central to her patients’ health, she’s attentive to their roles and concerns as well.


Laura, with whom I began working more than two decades ago, thinks that our cultural obsession with “independence” is misguided. Our lives are entwined with those of others (whether we admit it or not). Laura believes that aiming for “appropriate interdependence” leads to a better old age. That philosophy is infused through her practice, where caring for one person often means caring for many.


That’s why Laura was taken aback by “Colette,” the daughter of one of her patients. Colette’s mother hadn’t been easy to care for, Laura said, even before dementia had set in. Colette was smart and thoughtful. She’d stayed on top of her mother’s care for years. Then, at one appointment, Colette slipped Laura a hot-pink three-by-five card on which she’d written: “HELP ME! I am overwhelmed.”


“She was so together I totally missed her level of distress,” Laura said. “It also made me wonder how often I was missing signs of distress in other caregivers.”


Colette told me that she gave Laura the “HELP ME” card after her mother fell nine times in four weeks, once sliding down a full flight of stairs. Colette has painful arthritis, so she had to call neighbors to help her lift her mother each time. Nights got harder, too, as her mother needed care every two hours. “I had no medical background,” Colette said. “It was a rude awakening.”


Many caregivers set boundaries only to watch them shift. Initially, Colette decided that she wasn’t going to help her mother shower. Then she thought, “I’ll hold the shower handle, but she can clean herself.” That shifted to: “I’ll help her clean her back, but not everywhere.” Colette crossed that line, too.


Eighteen months into caregiving, Colette’s mother’s dementia had progressed, so she was unsafe alone at home. Colette quit her job in her family business, losing salary and benefits. By the time Colette slipped Laura the hot-pink card, incremental steps had turned into ten years. At that time, more than a decade ago, resources for caregivers were even scarcer. After filing reams of paperwork, Colette was paid $72 a week for almost around-the-clock labor. Laura increased the frequency of their appointments, connected Colette with a geriatric social worker to help arrange for more support, and gave Colette her own cell number, saying “call anytime.”


When Colette’s mother died, she emerged from her caregiving decade “like Rip Van Winkle.” Though she chose to be her mother’s primary caregiver and was deeply dedicated to the enterprise, our conversation exposed the magnitude of caregiving’s toll: financial loss, sleep deprivation, health problems, anxiety, guilt, boredom, loneliness, physical labor, exhaustion, fear, and isolation. “Caregiving knocked the starch out of me,” she said.


Caregiving, like aging, unspools in stages. “These are often not six-month, but six-year experiences,” said Kathy Kelly, head of the Family Caregiving Alliance. “Families have different needs at different times throughout the journey.” The 16,000 families who used California’s Caregiver Resource Centers wanted counseling, legal and financial consultations, support groups, and respite services that gave them a break.16 Millions more caregivers who don’t have access to resource centers use websites and videos for advice about dementia care, fall prevention, and lifting without injury or seek out caregiver support groups. But we still have much to learn about how best to help caregivers.


One overarching principle—in caregiving as on airplanes—is to put on your own mask before assisting someone else. You can’t help if you can’t breathe. Yet services, to the extent they exist, focus on individuals instead of caregiver–care recipient pairs. Our systems don’t recognize that their health and well-being are inextricably linked.


Illuminating those links is why Rajiv Mehta developed the Atlas CareMap, a process that helps you map “who you care for—and who cares for you.”17 Mehta believes that drawing such maps has two benefits. First, you can better see the needs, your own and others, and what additional people and services you need to stay ahead of the challenges. Equally important, says Mehta, and more surprising to many people, is that mapping helps you identify, appreciate, and celebrate who and what’s good in the current situation.


There are many reasons to take stock of the gaps and the full scope of the job. Caregiving’s toll is written on the body. The labor and stress lead to more heart disease, worse immune systems, and a 63 percent increase in premature mortality. It’s also written on our minds and hearts. Between 40 and 70 percent of caregivers experience depression.18 Many more suffer anxiety, loneliness, anger, and sometimes PTSD.


One friend who had an agonizing caregiving journey told me about talking with other caregivers who separately confided that they were contemplating suicide if it would spare their own children the burden of caregiving they’d experienced. Of course, suicide replaces one agonizing familial legacy with another.


At a broader level, we’re not doing honest math about caregiving. We measure the savings but not the costs, costs that we could do much to lessen by providing better support.


Like any group of forty million people, each caregiver has a range of skills and proclivities. Countless—like Heidi—are skilled, valiant, and compassionate. They know how to ask for help when they need it. For many, caregiving is hard but manageable. Some are flattened by it, even while providing great care. Some who appear poorly suited for the job rise to the occasion. Some who appear well suited can’t, sometimes because of past trauma. Some find the work deeply meaningful. For some, it heals old conflict. For others, it drives new ones. And a few take advantage of the imbalance in power or ability to steal, bully, or worse.


Lauren Fuller, Chief Investigative Counsel for the Senate Special Committee on Aging and my primary colleague and partner in drafting the Elder Justice Act (discussed later), was in the first group. Her mom, a former actress and teacher, had been thrown out of two Texas assisted living facilities for shouting at other residents and lighting cigarettes under the fire alarm. In her third facility, she was placed in an Alzheimer’s wing. “I thought, ‘She doesn’t have Alzheimer’s,’” Lauren said. “I had this vision of padded walls. But when I visited the first time, I met all these lovely, interesting, well-dressed older people. You didn’t really know they had Alzheimer’s until you talked to them for a while.”


Things went well until Lauren’s mother got a roommate at whom she yelled incessantly. Bathing was a fight, too. “She felt like she was being disrobed by a different stranger every day,” Lauren said. Which wasn’t entirely wrong. After much thought, Lauren and her brother moved their mom into a modest group home that included three older women and a caregiver. It was a good fit. “She knew everyone she lived with, had her own room in a comfortable house, and got great care,” said Lauren. “She was happy there.”


But after being hospitalized for pneumonia, Lauren’s mother was too ill to move back to that home. The hospital discharge planner, under pressure to swiftly dismiss patients who were costly to the hospital, like Lauren’s mother, wanted to send her to a nursing home. “I’d investigated one too many bad nursing homes for that,” Lauren said. So, her mother moved from Texas to Virginia to live with Lauren and her family.


Lauren built a suite in the basement of her Virginia home where all the corners were rounded and the carpeting was thick enough to cushion any fall. She installed a stair-lift, grab bars, anti-slip surfaces, extra-wide doorways, an alarm that trilled when any exterior door opened, and oxygen tanks for her mother’s emphysema. The woman who’d previously babysat Lauren’s daughter returned to care for her mother while she was at the Senate. She paid the woman from her mother’s funds.


“When mom was still of sound mind,” Lauren explained, “thankfully she’d assigned my brother and me power of attorney,” giving them the legal authority to make decisions on her behalf. “That POA made things much easier. Thank God, we didn’t have to go to court and go through a big, expensive guardianship proceeding.” Lauren also became her mother’s representative payee (Rep Payee)—the person authorized to receive social security checks on behalf of an incapacitated beneficiary.


I asked Lauren what compelled her to care for her mother: love, duty, something else? “Both, I think,” Lauren said, “though they’re hard to tell apart.” What compels us to care is a question that animates novelists, philosophers, and, today, millions of American families.


Familial and cultural customs and mores differ about how money and possessions are shared or not shared, and when assets should transfer from one generation to the next. Some caregivers dip into parental assets now and then. They buy a few extra groceries or gallons of gas figuring they’ve earned it. Or pocket a keepsake figuring it won’t be missed. But for Lauren there was no gray area. She tracked her mother’s accounts meticulously. “I never paid myself for her food, lodging, or care, or bought anything for myself with her money,” Lauren said. “But there was absolutely no oversight over what I did as POA.”


The Social Security Administration furnished little more scrutiny. “They sent me a survey once a year to ask how it was going as Rep Payee,” Lauren said. “That was basically it. It was a great lesson for me in how easy it is to exploit someone in my mom’s situation. I had control over all her money, what she ate, where she slept, what medical care she got, who she saw, everything. I could have done anything.”


That lesson informed Lauren’s thinking as we worked on the Elder Justice Act.


As It Ever Was


Much has changed, but most old-age care is, as it ever was, still provided beyond channels of official commerce. Despite its centrality to our lives, there’s little public recognition of this $500 billion shadow economy. We rarely consider its impact on workplaces and health systems, or ask what is owed caregivers by their families, employers, or society. Do we exploit caregivers by not compensating them? Do we pervert bonds borne of love and loyalty by injecting money into the equation?


These aren’t new questions. Legal historian Hendrik Hartog analyzed a century of disputes about caregiver compensation in New Jersey courts from the mid-1800s to the mid-1900s. Family, housekeepers, and neighbors provided care—sometimes for decades—in exchange for a pledge that they’d be written into the will. The cases Hartog studied arose when caregivers who didn’t get what they believed they were due went to court. Over time judges distinguished between labors-for-hire and labors of love or duty. “Normal” labors like cooking, cleaning, and companionship were less likely to be compensated than “exceptional” ones, “something peculiarly repellent,” as Hartog vividly describes.19 By admitting they loved the person they cared for, women often torpedoed their claims for compensation.


Lauren confronted one type of “exceptional” labor Hartog wrote about when her mother refused to wear diapers as Alzheimer’s robbed her of bladder and bowel control. The resulting mess prompted Lauren to cover everything in plastic. Her mother also clawed and screamed at anyone trying to bathe her, so the caregiver left the task to Lauren.


Caregiving touches not only its providers and recipients. It also ripples through the lives of other family members. As caregivers struggle, their children and partners absorb the stress, and often feel like they’ve “lost” the caregiver to caregiving. Sometimes, it upends family life. Dinner was once the only time Lauren’s family gathered after hectic days. Then it was overtaken by her mom’s “sundowning,” the increased agitation and confusion that can be triggered by the fading light. So they took to eating in their separate rooms.


Almost six million Americans have some form of dementia. From the Latin for “out of one’s mind,” dementia refers to a cluster of diseases that impair memory, language, and judgment. It changes personalities and makes it hard to pay attention or solve problems. It also leads to physical decline. Alzheimer’s disease is the most prevalent form, but there are others, too, like Lewy body and vascular dementia. The symptoms span a broad range, but all dementias are progressive.


The same “modifiable risk factors” that decrease heart disease and cancer, like diet, sleep, and exercise, keep the brain healthier, too. Evidence suggests that reducing stress and depression and staying socially connected can reduce risk. Even improving vision and hearing by wearing the right glasses and hearing aids seems to help. But with the population aging, more people have dementia now than ever before, especially women and people of color.


The hundreds of billions of dollars spent on studying dementia cures have yielded disappointing returns. So far, there’s nothing to stop its grim march. Drugs may treat some symptoms, but they’re not very effective, and those showing promise come with high risks. As many as half of people who reach eighty-five will face some cognitive impairment. The gods hardly could have invented a crueler way to mock our relentless quest to defy aging and death.


As Lauren’s mother’s disease progressed and death approached, she stayed in bed more and pleaded with Lauren to stay by her side 24/7. Some nights she moaned for hours. If Lauren snuck upstairs to her own bedroom, the moans often escalated to shrieks that ricocheted through the house. Exhausted, Lauren knew it was the disease screaming, but she couldn’t help feeling manipulated. The guilt about not doing enough to help her mother competed with the guilt about not having enough time for anything else: her teenage daughter, her husband, her work, her friends, or herself.


Yet, hard as it was, Lauren was grateful for the time with her mother. And occasionally, usually late at night, she was rewarded with a few lucid words. Like standing on the platform when the train passes through carrying someone you love who’s headed somewhere far away. Was the wave one of recognition? And what words do you say in that moment, through the open window, before the engine hurtles back into the night?


Ill-Suited


“Do you have a minute for me to tell you about a case?” Laura Mosqueda, the geriatrician, was calling me from her car at dawn, driving from Pasadena to Orange County, where she then headed the program in geriatrics at the University of California, Irvine. Laura was upset about a case she’d learned about during a meeting of a forensic team she had formed. The team included law enforcement, prosecutors, and Adult Protective Services, which is responsible for responding to reports about vulnerable adults at risk. The case involved an eighty-eight-year-old woman with severe dementia who had lived with her granddaughter with schizophrenia. It was one of those tragic cautionary tales about the peril of two people with escalating needs isolated together without support.


Laura explained: “The grandmother took in the granddaughter decades ago and was utterly devoted to her.” Both women had lived off the grandmother’s social security and pension income for years. As the grandmother’s cognition declined and dementia got worse, she needed more help than her granddaughter could provide. The grandmother had been in a nursing home once but had tried to leave every day and begged to be taken home. The granddaughter relented and promised not to send her back. Both women told anyone who asked that they had no intention of being separated, that they’d manage. But their bills were stacking up unpaid.


This is the moment we see the difference a more caring, coherent system could have made. The women could have managed with simple support—occasional bill-paying assistance and some in-home personal care.


Instead, they were evicted and began living out of the grandmother’s car. The granddaughter worried that her grandmother might wander off, so while doing errands sometimes locked her in the car, knowing that she could no longer figure out how to open the door.


One hot day, a passerby peering through the smudged car windows saw the grandmother crumpled on the back seat and called 911. Someone broke a window, releasing a blast of heat and stench: the car was a furnace, and the grandmother was filthy and unconscious. Paramedics rushed her to the hospital where she soon died. The granddaughter told the detectives that she’d done the best she could. Prosecutors charged her with neglect. She pled guilty and was given a suspended sentence. What should justice look like in such a case?


Although such dreadful scenarios are not commonplace, the issues that set them in motion are. No one really wants to talk about it, but people who end up, by default, in a caregiver role are sometimes the family member least suited for the job. Whether due to mental illness, intellectual disability, substance use, or something else, many adult children long depend on older relatives for housing, money, and emotional support. Often the older relative feels responsible that things didn’t work out better, that the child or grandchild depending on them didn’t get the help they needed. Siblings or other family members may worry but want to respect their parent’s choices or don’t know what to do. Such scenarios are okay until they’re not. As the older relative’s function declines and their needs mount, first slowly, then in leaps, suddenly everyone’s in over their heads. Whatever the prelude, overload can happen fast; be shrouded in good intentions, loyalty, or indecision; and have terrible consequences. Many “overload” calamities are preventable. The grandmother and granddaughter just needed a little help.


Poorly equipped caregivers, like the granddaughter with mental illness, present one kind of peril. Another arises where there’s unresolved past trauma. Sue Hall Dreher, the former executive director of Sexual Assault Support Services of Mid-Coast Maine, told me about a support group she led for survivors of sexual assault where every group member was caring for a parent who’d abused them in the past. The issue came up, by chance, during intake interviews. “Several of the caregivers-to-be said, ‘I don’t know how I’m going to take care of this parent,’” Sue told me.


The enormity of early life trauma is hard to absorb: About one in seven children is abused or neglected, 90 percent of them by someone they know.20 More than half of women and almost one in three men experience sexual violence during their lifetimes.21 And millions of children are exposed to domestic violence that occurs in one in five intimate partnerships. Research indicates that these cycles of abuse extend to “adult relationships and finally to care of the elderly.”22 Childhood trauma often unleashes lifelong physical and behavioral health issues that, if untreated, mushroom over time. Some victims wind up dependent on their abusers. Some end up caring for them. Sometimes it’s both. Professionals and even family members may not know what lurks in the past. All this affects relationships down the line and makes it a bad idea to pressure anyone into caregiving. Everyone gets on the bus with all their baggage.23


Old enmity and trauma don’t just vanish. “Past abuse doesn’t mean caregivers will neglect or abuse a parent,” explained Sue Hall Dreher. “But it tells me it’s a high-risk situation. I also ask, ‘What have you done in your own healing process? How will it work for you to care for them? Will you ask for help if you need it? What will you do if you find yourself getting ready to explode?’”


The moral math is complicated. Many abusers were abused themselves. What goes around in families often comes around. We must consider how to weigh past wrongs on present scales. The shadows of the past inform, but don’t excuse, future harm.


Navigating Expectations


Rifts in families occur for countless reasons other than trauma, such as mismatched expectations relating to caregiving and assets. In his book Fault Lines, Karl Pillemer, a Cornell University sociologist, describes his research on family estrangement. One woman whom Karl interviewed, a single mother, “Grace,” was the primary caregiver for her parents, but resentful and “incredibly disappointed” that her only sibling “wouldn’t live up to her obligations.” After their mother died, their father, who had Alzheimer’s, couldn’t live alone. Grace wanted to sell the family home to pay for his care, but her sister wanted to rent it out because she might want to live there someday. “I felt that she should give me more say,” said Grace, “since I had been the one who did all the caregiving work.” In the ensuing confrontation, “I said some things, and she said some things.” They sold the house but lost the relationship. Even sitting vigil at their father’s deathbed, Grace’s sister wouldn’t acknowledge her.24


This case neatly maps many of the landmines families encounter: the hard work of care, disposition of the family home, its freighted contents and memories, and divergent feelings and expectations amid the existential upheavals of illness, care, and death. Caregivers may feel that they have both the knowledge and the moral authority for their decisions to be given greater weight, but their siblings may feel that they too deserve a say, care notwithstanding. Families careen through infinite variations on this theme, many painful, often leaving resentment and division in their wake. Karl told me he advises families to consult an objective third party.


I’ve come to think that we need “family caregiving navigators,” professionals who combine the skills of a mediator, care coordinator, therapist, and coach. Among other things, they need expertise in aging issues, local options, negotiations, and communications to help families navigate complex sensitive matters productively. Families need more guidance as they traverse this increasingly common and onerous phase of adult life.


Karl’s research showed estrangement in 27 percent of families. Caregiving was just one cause, joining a host of others. Although such estrangement research is relatively scarce, it suggests that people these days more readily sideline or sever painful or troublesome family relationships, a kind of emotional decluttering to enhance personal growth and health. Our very idea of the family is in flux, becoming less a bond of “mutual obligation” and more one of “mutual understanding.” Said another way, family bonds increasingly are seen as less obligatory than optional. Whether one embraces family depends on what it has to offer. Many people also build or join “chosen families.” But how all this plays out in elder caregiving, and what’s expected of whom, remains in flux.


Whatever the situation, it’s worth asking a few questions before embarking on caregiving and to keep asking them throughout: What was your relationship with the person you’re caring for? Will it work for you to care for them? What kinds of support do you need? Other family members should aid those on the front lines. And remember, care needs usually escalate with time. It’s helpful to think a few steps in advance.


Cognitive impairment also deals wild cards when it comes to caregiving. Adult children who finally reach equilibrium with a difficult parent may suddenly be called on to help. The parent may no longer remember the conflict, scrambling hard-won boundaries. Sometimes it goes in the opposite direction, an unexpected silver lining. One friend told me, “Alzheimer’s transformed my solidly C– mother into an A+. I started calling her ‘the Dali Momma.’” With dementia, some hard memories disappear while others fuse with fantasy. Others still, suppressed or long kept secret, roar back with new, raw force.


Even amazing caregivers who adore the person they’re caring for may find it hard not to become annoyed by dementia’s challenging behaviors. They may understandably feel hurt and angry if the person for whom they provide loving care wrongfully accuses them of theft or abuse. Or cuts them out of the will. Or is more generous to others, especially if those others have harmed more than helped. They may become resentful if other family members don’t assist or show appreciation. They may feel overwhelmed and trapped in a role they’d underestimated. This is where a process like CareMapping can reveal that the care all goes one way: that the caregiver might need to be offered and accept some care, too.


Caregiving for someone with dementia is like being in a little boat on the open sea when the compass you once relied on doesn’t work as it did before. It takes time to recalibrate and to find your sea legs. No matter how well you pack and who you can call, navigating is hard. Some days are sunny and you sing and remember. Supply boats bring fortifications. You eat well. But other days, waves drench you and squalls blow through. You try to keep everyone safe and hang on for dear life yourself. Even full of love and grateful for the time, it’s hard.


If we want to live long lives, we also need to plan—as individuals, families, and a nation. There’s a gargantuan unpaid eldercare workforce who needs our support. And we’re going to need them, too.


A Big Job


After my mother died, my father refused help from anyone other than family, fervently guarding his privacy. But once he reached ninety-one, cancer, surgeries, a colostomy, near blindness, and a large open wound left him with two choices: go to a facility or accept help at home. When he returned to his apartment from the hospital after surgery, my sister Heidi arranged for nurses to come in twice a day. In addition, he needed help with meals, cleaning, and errands: the domain of aides, another aspect of caregiving. The nurses were covered by Medicare for less than three weeks. Then he paid out of pocket. The aides weren’t covered by Medicare at all.


Just figuring out the various players—who does what and according to what rules—requires a tutorial. There’s home health care, which is provided by nurses, physical therapists, and other health professionals, usually in coordination with physicians. Then there are home health and personal care aides, also called home care workers, who do housekeeping, go grocery shopping, and help people bathe and stay socially connected. Some also, with supervision, take blood pressure, help with range of motion exercises, or remind people to take their medication.


The Bureau of Labor Statistics reported that there were 3.6 million personal care and home health aides in 2021.25 They’re among the fastest-growing occupations, even as there are dire shortages of such workers in some parts of the country. And while agencies that hire nurses must follow federal standards to get Medicare reimbursement, that’s not the case with aides. For aides, the rules are up to individual states and are inconsistent and sometimes nonexistent.


Only about half of the states require aides to be trained. A third or so require in-home reviews of aides’ work, and fewer than ten states ensure that aides have the basic knowledge required for the job. That leaves a lot of room for poor care even by diligent aides. And though many agencies charge high hourly rates, they often pay staff poorly and don’t provide benefits or invest in their education or supervision.


Getting paid help at home is expensive. People with long-term care insurance may have coverage, but such insurance is costly too—about $3,000 per person per year—and it often doesn’t cover what people need when they need it. In 2021, the average annual cost to hire a home health aide was $61,700 and a homemaking aide, $59,500. A full-time aide is beyond the means of most people sixty-five and over whose median annual income is only $30,000.26 The savings and income of people of color are lower still. Perversely, people less able to pay for long-term services and supports, or LTSS, are the very ones most likely to need them.


My family was fortunate in being able to afford to hire aides. Still, finding the ideal candidate wasn’t easy. Before my father was discharged, the hospital staff had given Heidi the name of a personal care agency. Given my work, you’d think that when I called, I would have asked about qualifications and background checks. But no. Like many families, we were searching during a crisis. I explained to the agency representative that we needed just the right person, and fast. My father was not thrilled about the prospect of strangers in his apartment, I explained. We hoped to find someone reserved with good judgment, and a sense of humor.


That agency wasn’t my only call. When our children were young, we found our best childcare providers by word of mouth. With that in mind, I started dialing. I interviewed several independent aides who offered more flexibility than the agencies. They got rave recommendations and included—given the Mayo Clinic’s proximity—several retired nurses. Called private duty home care, or the gray market, such aides are employed not by agencies but directly by consumers, and rarely background checked or formally trained and supervised. Many work off the grid and some are undocumented immigrants.


There’s talk about robots easing caregiving shortfalls by dispensing pills and leading exercises or reducing loneliness with AI-driven chats and visits from a cuddly robot-seal named Paro. And virtual reality goggles could lessen boredom by offering any adventure from the couch. But so far, this is all more theory than practice. Venture capital and start-ups also are bidding to enter the eldercare market, raising millions for new companies that boast they’re the “Uber of” home care. But at this writing, no health or tech entity has found a silver bullet in a business that, unlike rides to the airport or ordering takeout, is high-touch and deeply personal.


There’s little data about this informal army of workers, making it hard to study or even count. PHI, a leading caregiver nonprofit, estimates that there are about 2.6 million home care workers, not including those employed directly by individuals or households through the gray market (because those employment relationships are generally unreported).27 The RAND Corporation estimates that nearly a third of Americans rely on gray market aides for eldercare.28


There’s also little data about the quality of care aides provide or rates of abuse, neglect, or exploitation. We also don’t know how quality correlates with training or working conditions. But there are countless stories. My work confronted me with far too many of the horrid ones. I wanted to learn how a caregiver with a great reputation approached the job.


When I first saw a posting on my neighborhood Listserv about a fantastic caregiver named “Ayana” looking for work, I forwarded it on to a friend looking for an aide to help his mother who had late-stage dementia. He hired Ayana. The job wasn’t easy. “She always felt emptiness and could get very upset,” Ayana said. “It’s part of the sickness. It was a hard time for her, not for me.” Ayana had driven for Uber and run a food truck before finding a vocation in eldercare. “My goal,” she said, “is to put myself in the person’s position and to imagine their feelings. That gives me insight.”


“We love love love Ayana,” my friend said. “She’s incredibly kind and very religious. She answers to a higher authority. Care is her calling.” Originally from Ethiopia, Ayana raised three children in the United States, one of whom is now in law school. Although she’s an unwavering optimist, her life has been precarious. In my friend’s words, “one car wreck away from calamity.” When she first told him her salary, he said, “We’ll pay you more than that.” Caregivers’ expectations often reflect the low value society places on their work. After my friend’s mother died, Ayana went to work for his mother’s best friend for whom she still works full-time. Word of mouth is the gray market engine.


Ayana never got any training, but she takes an analytic approach to her work. “I study the behavior of the people I take care of. And I have a technique. Give them time. Give them patience. Give them love. It’s about love.” I was curious about her approach to delusions. “For them it’s real,” she said. “I don’t oppose it. I listen and accept it.” Sometimes she finds it helps to change the subject. She might talk about nature or an animal. But most important in caregiving, she said, was trying to make a human connection.


“If you show them love, they see it.” Then Ayana apologized and said she had to go. It was her day off; she’d been talking to me while taking her granddaughter to a doctor’s appointment and they’d just arrived.


To learn more about patterns in the issues facing aides, I attended a conference of the National Domestic Workers Alliance and its sister organization, Caring Across Generations, both directed by Ai-jen Poo. The event resembled a United Nations convention of hundreds of women. Many wore headphones for simultaneous translation of both speeches and audience comments into English, Spanish, Tagalog, or Filipino. People of color were in the majority on the dais and in the audience. Workers told of egregious hours, chronic fear of deportation, no overtime, not being paid for their work, and wages so low they struggled to care for their own families and health. Some told of indentured servitude, false accusations, and abuse. Many caregivers encountered racism and sexism from the people they worked and cared for. Biases, even ones long left behind, can reemerge or be exacerbated by the disinhibition and paranoia that sometimes accompany cognitive decline.


Then there’s the pay. The median wage for home care workers (primarily home health and personal care aides) was $14.09 per hour in 2021, according to PHI’s analysis of data from the Bureau of Labor Statistics.29 Their median annual income was $19,100 in 2020 and almost half live in low-income households. Nearly nine in ten home care workers are women and more than six in ten are non-white. Many workers suffer from unpredictable feast-or-famine hours. During the pandemic, they lacked personal protective equipment (PPE) and juggled impossible decisions involving income and the health of their employers, their families, and themselves.


Ai-jen Poo is the most public face of the movement to protect direct care workers in the largely unregulated industry. She has pushed, in some places successfully, for a minimum wage of $15 an hour. In the wake of the pandemic, grave worker shortages have resulted in modest increases in pay, but it’s not clear how much the industry, or the quality of jobs, will change.


Poo’s organizations, the Service Employees International Union (SEIU) (which represents home health workers, among others) and PHI, headed by Robert Espinoza, all point out that caregiving is hard work that deserves respect and equitable compensation. And data suggests that better jobs mean better care. “The vulnerabilities of older adults and care workers are commingled,” notes anthropologist Elana Buch in her book, Inequalities of Aging. “Low wages and poor working conditions render workers’ lives precarious. In turn, high turnover and endemic worker shortages translate into waiting lists and lower quality care for older adults. In home care, the fate of older adults and the working poor are connected, entangled by the broader indifference of a society that devalues both aging and care.”30


To care well for others, workers must be treated well themselves. Here, too, theory and practice often clash. We believe, in principle, that aides should be fairly paid, but not that we should have to pay them well or assure reasonable hours, benefits, or training. One type of guidance few gray market aides receive relates to the legal and ethical considerations in accepting or seeking gifts from those for whom they care.


That issue arose for a caregiver who’d witnessed human rights abuses in Congo so terrible that she was given asylum in the United States. Once approved to work, she got a job caring for an older woman. There was much mutual affection. About that much everyone agreed. Everyone also agreed that the caregiver got money from the older woman in addition to her wages. When the older woman’s son who handled his mother’s finances but was otherwise uninvolved in her care, noticed, he became enraged. His mother, whose cognitive abilities were waning, wanted him to let it go, but he reported the caregiver to the police and fired her. The caregiver claimed that the older woman had given her the money voluntarily.


Such scenarios are common and variably characterized as theft, undue influence, an investment, or a token of gratitude in a caring relationship, often between people of lopsided means.


Prosecutors filed charges but offered the caregiver a chance to plead to a “non-deportable misdemeanor” that would allow her to stay in the United States. Her public defender pushed her hard to accept the offer, but she was adamant in her refusal. She believed she hadn’t stolen anything and would not say she had. At trial, the jury convicted her of theft with an enhanced sentence because of the victim’s age. She served a year in prison but was not deported due to a technicality in the law.


While working for DOJ, I urged that more financial exploitation cases be prosecuted, but I came to wonder how effective cases like this one were in preventing future harm or advancing justice. What lessons should we take? Certainly, that aides need more training in the often-complex aspects of caring for people with dementia and in the ethical and legal rules accompanying the role. And that families need more guidance about what skills aides need for the job. Many families struggle to clearly communicate expectations and limits, which is to say they struggle to be good employers. There’s little guidance for them either.


When we searched for an aide to help our father, I initially leaned toward hiring a private duty or gray market aide, given their greater flexibility and lower cost. I interviewed several candidates who got great reviews. Then Heidi, who travels a lot, pushed back. She asked what we would do if the aide got sick, went on vacation, or got snowed in. Who would do the training, orientation, and oversight with every new person? Heidi was right. An agency aide made more sense.


I called back the scheduler for Home Instead, a national company with a Rochester franchise. She said, “I think I found just the right aide for your dad,” a retired nurse who liked working with older people. When the scheduler and aide arrived together at his apartment for an intake interview, my father said a quick hello, then, ever shy, retreated to his office while I talked with them. That was how my father’s caregiver started coming to his apartment four days a week for two hours a visit. We got lucky. Her quiet competence and gentle ribbing soon overcame Daddy’s reticence. His apartment was cleaner than it had been in years. He had more fresh groceries, healthier meals, and fewer questionable items lurking in his fridge. We got prepaid credit cards for her to shop, and she left receipts for every purchase on the kitchen counter with sweet notes and smiley faces. He declared her to be “fantastic.” “I never thought of myself as his caregiver,” she said. “He always treated me as a friend.” When we visited him and asked her how things were going, she’d roll her eyes, grin, and say in her thick Minnesota accent, “Oh you know, it’s really tough. But I do the best I can.” And they’d both laugh. 


But also, when it comes to aging, no decision ever stays made.


30
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