
      
      
         [image: Cover]


      
   

      Copyright


      Copyright © 2009 by Paula Span


      All rights reserved. Except as permitted under the U.S. Copyright Act of 1976, no part of this publication may be reproduced,

         distributed, or transmitted in any form or by any means, or stored in a database or retrieval system, without the prior written

         permission of the publisher.

      


      Springboard Press


      Hachette Book Group


      237 Park Avenue, New York, NY 10017


      Visit our website at 

         www.HachetteBookGroup.com.

      


      Springboard Press is an imprint of Grand Central Publishing. The Springboard name and logo are trademarks of Hachette Book

         Group, Inc.

      


      First eBook Edition: June 2009


      ISBN: 978-0-446-55222-6


   

      For my parents, Ruth Kleban Span and
 Murray Span, with gratitude


   

      INTRODUCTION


      WAITING IN THE DIRECTOR’S OFFICE FOR OUR TOUR TO BEGIN, I noticed that my father had dressed for this occasion with some care. He’d added a sweater vest and bolo tie to his normal

         pants and polo shirt, and selected—from his sizable baseball cap collection—a blue one bearing the New York Mets insignia.

         He wore bifocals, and a hearing aid tucked into each ear, but with a recent haircut and this morning’s close shave, he looked

         almost dapper.

      


      Yet when I moved a bit nearer, I saw that his sweater was stained with food. “You might want to put that vest in the laundry

         after today, Dad,” I suggested carefully.

      


      He shrugged. “I didn’t notice.” He also didn’t notice that his apartment, on the other side of town, was often dusty, the

         kitchen countertops spattered. A woman came to clean now and then, and he didn’t see much point in paying her to come more

         often, because he couldn’t see the dirt.

      


      I admired the way he’d put together a life since my mother died seven years earlier. He lived alone in an apartment building

         in southern New Jersey. He had good friends. He played cards a couple of nights a week, faithfully attended services and discussions

         at his synagogue, shopped and cooked (or defrosted, mostly) for himself. He was the guy who went out and bought the newspapers

         each morning for his neighbors who no longer drove. With prescriptions to keep his cholesterol and blood sugar in line, he

         was relatively healthy.

      


      My sister and I proudly complained about how hard it was to reach him on the phone. “Up and around!” he always said, when

         we finally did. “Keeping busy!”

      


      Yet how long could we be this fortunate? How long could he keep driving to the supermarket, handling his checkbook, remembering

         to take three or four different medications each day? Already, he’d given up driving north to visit us; three hours via the

         Jersey Turnpike had become too tiring.

      


      Sooner or later, we knew, he would need more help. He’d just turned 83 that fall. Something—eyesight, heart, memory—was increasingly

         likely to fail. My mother had seemed fine, too, slowing but still engaged with life, until suddenly an exploratory laparoscopy

         found metastasized cancer, and we had to learn a lot in a hurry about hospice care.

      


      I’d been dreading the next phase ever since. Nobody wants to be facing these questions. We talk sometimes about a role reversal,

         the children becoming the parents, but it’s a flawed analogy. Our elders are not children; they don’t have to do what we think

         best. There’s no t-shirt that proclaims, “Because I’m the Daughter, That’s Why.” And this passage, unlike child rearing, will

         not result in eventual independence.

      


      Still, we want to do the very best we can for the people who did the best they could for us. Looking ahead, I felt afraid—but

         I also wanted to understand, to feel prepared, to find a way to give my father comfort, security, dignity. His life may have

         begun winding down, but there could still be years of good times, friendships, laughs, and love ahead.

      


      Maybe this assisted living facility place was where Dad would want to go, when the time came.


      Our tour led past an outdoor courtyard, past the shop where residents could buy toothpaste and greeting cards. “This sitting

         area’s going to have a 45-inch television,” the director announced with pride. “You can watch a game together.”

      


      “The Eagles have gotta do better this week,” my father bantered back.


      I was lucky, and unusual, in one respect: my parents had always been clear-eyed about their futures, willing to talk about

         care and costs and preferences.

      


      “Timing is the key to the whole thing,” my father had announced earlier that morning, when we met for breakfast at Denny’s.

         “People wait too long to make these decisions, and then it’s decided for them.”

      


      So we mulled over some of the key questions again. For the cost of assisted living, I reminded him, we could probably afford

         enough home care to keep him in his apartment, at least for a while. But that didn’t appeal to him.

      


      One of the women in his building—which gerontologists would call (I love this term) a NORC, a Naturally Occurring Retirement

         Community—had been ill for a long time; an aide came in to help her every day. “Once in a blue moon she gets out, but 90 percent

         of the time she’s in the apartment,” Dad reported.

      


      “To me, it’s like being in jail. To never see anyone or talk to anyone, it would drive me nuts.” He’d rather be with people,

         having conversations, trading wisecracks. He provided a sample of his repartee: “Hey, how ya doin’? You don’t feel good? You’re

         lucky you feel anything at all!”

      


      Yet however suitable an institution appears in glossy brochures, or sounds in abstract discussions, it’s often jarring to

         actually look at the place. Other assisted living apartments I’d seen aimed for elegance. When my mother-in-law moved into

         a one-bedroom in Rhode Island, for instance, she arrayed her antique chairs and lamps around a spacious, carpeted living room,

         slept in her own four-poster, hung her favorite prints.

      


      In this place, the furnished small room reminded me, instead, of a spartan college dorm—tiled floor, single hospital-style

         bed, unadorned desk and bureau, TV mounted on the wall opposite a recliner. The kitchen consisted of a microwave, sink, mini-fridge,

         and two cabinets. There was a bathroom with a walk-in shower, and a single clothes closet.

      


      “That’s the whole closet?” my father said, alarmed by its narrowness. He had sport coats and ties he wore to synagogue, plus

         winter coats and boots, summer shirts. “I’d have to get rid of a lot of stuff.” He could store his out-of-season wardrobe,

         the director said, but something about the closet brought home to my father how big a change he was contemplating.

      


      The room made me uneasy, too. This particular assisted living—state-supported and more affordable than many—didn’t pursue

         the illusion of an upscale apartment building by substituting a “concierge” for a nurse’s station. It didn’t put a premium

         on hominess. It was more honest, perhaps too honest: This is where you come when you are old and infirm, the room said. We’ll take care of you, but we’re not going to spend money on carpeting when there’s a good possibility (the director quietly pointed out) of urine stains.


      Later, the tour concluded, we sat on a bench outside the building, taking in the late fall sun, talking over what we’d just

         seen. We were both chastened.

      


      “The only thing is, the closet will drive me insane,” my dad said. “I don’t know how I’d manage.”


      Why was he so fixated on the closet? It seemed harsh to point out that most people who move into assisted living don’t go

         out very often, thus have less need for suits and coats. He was picturing his current self in this new place, I realized,

         not a diminished man who could no longer live alone.

      


      Of course, it could be years yet before he needed assisted living—but he could also have a health crisis and need a nursing

         home the following week. Uncertainty was built into the process.

      


      As it happens, our luck holds. Nearly three years later, my father still lives in his NORC, still picks up the paper and drives

         to card games and goes to synagogue each Saturday morning, selecting a coat and tie from his ample closet. He volunteers to

         stuff envelopes at the Jewish Federation of Cumberland County. A bout of Bell’s palsy has left him with a slightly drooping

         smile; it also took the hearing in one ear, which wasn’t great anyway, and some of his balance. He uses a walker to steady

         himself now, and he’s minus a gallbladder. Otherwise, he’s doing well for almost-86.

      


      Though he can make me crazy—we should probably never discuss Middle Eastern politics—he knows he’s not immortal. Unlike a

         lot of adult children, I have my parent’s health care proxy, allowing me to make medical decisions if he’s incapacitated,

         and his power of attorney—two of the better gifts he’s ever given me. But so far, I haven’t had to use either.

      


      So I don’t yet call myself—that awkward term—a caregiver. Knowing that I’m nonetheless highly likely to become one is part

         of what led me to undertake this book.

      


      Another is the conversations I have with friends and acquaintances I run into at the coffee shop, the movies, the supermarkets

         in the town where I’ve lived for 25 years. Baby boomers all, we raised our children here, so we used to regularly trade gossip

         about day care centers, recommend pediatricians, debate the best art classes and middle school teachers. For years, it seems,

         we talked about APs and SATs and college admissions.

      


      When did that begin to change? Somewhere in my late 40s or early 50s, every other exchange seemed to concern parents. The

         disputes about giving up the car keys. The promises and realities of assisted living. Geriatricians instead of pediatricians.

         We’ve entered a new realm, and we have things to teach one another about it. The family stories I’ve collected here are intended

         as a step in that direction.

      


      Our Parents’ Keepers


      It really is a new realm. “We are living in an age like no other, and everybody is trying to feel their way through it,” says

         Suzanne Mintz, president of the National Family Caregivers Association. “We’re learning as we go.”

      


      Families have always cared for their elders, but our parents in old age are different from their forebears, just as we boomers

         are unlike previous generations of adults.

      


      For our parents, there’s cause to celebrate. They live longer, in large part because deaths from heart disease and strokes

         have dropped sharply. In 1970, someone who reached age 65 could expect to live another 15 years, on average. Men who turn

         65 now, however, can anticipate another 17 years, and women another 20.

      


      Happily, disability rates in the older population also show a clear downward trend over the past two decades, in every age

         group. Even among those over 75, more than 80 percent report “no functional limitations requiring assistance from another

         person,” an AARP study recently found. We can probably credit some of this good news to current seniors being wealthier, better

         educated, less likely to be widowed. Fewer of them are smokers (though too many don’t exercise regularly or eat wisely). They’re

         the beneficiaries of improved treatments for chronic diseases; they routinely opt for surgery to replace worn-out knees and

         hips. It’s startling to learn that as recently as the 1970s, almost half the elderly had lost all their natural teeth; now,

         with better dental care and fluoridated water, that number, though still too high, is closer to 20 percent.

      


      Less obvious changes are also at work. The biggest declines in disability come in what gerontologists call IADLs, instrumental

         activities of daily living. These are the tasks associated with operating a household: handling money, shopping for groceries

         and preparing meals, cleaning the house, doing laundry.

      


      Contemporary life has simplified a number of these chores. Elders who might have trouble physically getting to a bank have

         been able, since the late 1980s, to instead have their Social Security checks directly deposited; they may pay bills online

         or have them automatically deducted from bank accounts. A wider array of take-out food, the near-universality of microwave

         ovens, amplifying devices for telephones, Internet shopping—all these can help an elderly person, even if she’s not necessarily

         in better health, to be less restricted, better able to maintain her independence.

      


      Yet disability eventually will come to most of our parents, even if it comes later in life, and when it does—the bad-news

         side of the equation—it can be more severe than in the past. About half the population aged 85 or older either has a disability

         or is in a nursing home. When it comes to what gerontologists label ADLs— activities of daily living such as being able to

         bathe, dress, and feed oneself, to get in and out of bed and use a toilet—seniors who need help need more of it. Both among

         those in institutions and those still living in the general community, the proportion who need help with more than three of

         those ADLs has increased. Only a few decades ago, these seniors may not have survived; now that more do, they need higher

         levels of assistance.

      


      And we’re elected.


      We’ve all heard laments, no doubt, about the way people used to take care of their aging parents. In these nostalgic accounts,

         everybody lived nearby, families unquestioningly took in their elders, grandparents were available to mind the kids and teach

         them everything from fly fishing to pie baking, and multigenerational serenity somehow reigned. (I personally think this sepia-toned

         image owes a lot to repeated viewings of The Waltons.)

      


      Nowadays, the laments continue, we’ve all scattered across the country. We’re too busy, too distant, too careerist, and perhaps

         too selfish to take care of our seniors, so we turn them over to hired hands and to institutions. We are harsh critics of

         ourselves—undeservedly so.

      


      It’s true, for reasons I’ll explore later, that many fewer parents live with their children compared to a century ago. But

         it’s hardly true that we forsake them. We remain “a nation of caregivers,” says Elinor Ginzler, an AARP expert on long-term

         care. “Family is important to us, and that hasn’t changed.”

      


      Less than 5 percent of the elderly live in institutions, in fact. Nursing home use has been falling for 20 years, even among

         those over 85. Overwhelmingly, the people who take care of seniors are the people who always have: their families.

      


      Outside of nursing homes, paid help actually remains quite rare. Among frail seniors living at home, only 18 percent of the

         assistance received came from paid helpers, Urban Institute researchers have found. Even among those with severe disabilities,

         nearly 80 percent received no paid help. “If families were not available,” says Lynn Feinberg of the Family Caregiver Alliance,

         “the whole health care system would fall apart.”

      


      Assistance for frail elders comes, the majority of the time, from a single individual, one unpaid person. More specifically,

         it comes from a woman. Spouses are the first line of defense against disability, but when they die or become too fragile themselves

         for caregiving, daughters and daughters-in-law step in. Though the family stories that make up the bulk of this book include

         several devoted sons, they remain a minority in this sphere. Seven of every ten adult children who help frail parents are

         daughters. Among primary caregivers, five of six are daughters.

      


      Fortunately, the notion that we’ve all fled Walton’s Mountain for the Coast is also untrue. Some caregiving is carried on

         long-distance, but interstate mobility has not increased much in decades, and more than 60 percent of frail elders have at

         least one child living within ten miles.

      


      Moreover, even when seniors do enter assisted living or nursing facilities, their families stay on the case; most visit at

         least weekly, continue to monitor their relatives’ care, and handle chores from scheduling dentist visits to doing their laundry.

      


      We are, still, our parents’ keepers, a situation unlikely to change anytime soon.


      Stepping Up


      Sometimes, our baptism comes suddenly. We get the phone call we all dread—your dad’s had a stroke, your mother fell and broke

         her hip—and life is not the same again, not for months or years, perhaps not ever. But we can slip gradually into the caretaking

         role, too. We shudder when Dad’s behind the wheel, so our regular visits now include trips to the bank, the pharmacy, and

         the supermarket. Neither parent wants to inconvenience the doctor with too many questions, so if we want straight answers,

         we go along to their office visits; after a while, we’re the ones making the appointments and following up on the lab work.

      


      It’s especially hard to recognize this transition when parents develop Alzheimer’s disease or another form of dementia; they

         can sometimes conceal their lapses and losses for quite a while, and we may not recognize the problem (or want to) until it’s

         inescapable. Perhaps that comes on the Thanksgiving that Mom, an acclaimed cook all her life, puts the turkey in the oven

         and forgets to turn it on. Maybe the once-immaculate home grows grimy and cluttered with junk mail, or collection agencies

         start calling because the retired accountant can’t seem to balance his checkbook any longer.

      


      One way or another, it becomes clear that our elders need help, or more help. And we step up.


      We step up even though we’re not terribly well prepared for the job. Boomers don’t know much about long-term care, an AARP survey found a couple of years ago. Among those 45 or older, the majority

         thought Medicare would pay for extended nursing home stays or for assisted living; neither is true. Very few could come close

         to estimating the average cost of a nursing home or assisted living, or home visits from nurses or aides.

      


      We’re reluctant to even ask our parents about what they want should they become disabled or face a serious illness (and so,

         sadly, are many of their physicians). “Most Americans don’t talk about those things and don’t want to talk about those things,”

         Feinberg says. “It’s the exception, rather than the rule.”

      


      True. More than a third of Americans have either given no thought to end-of-life care or have considered it but haven’t told

         anyone their preferences. My father is in a minority with his signed health care proxy and power of attorney documents; only

         a quarter of Americans have put anything in writing. Even when people are severely or terminally ill, most have no advance

         directives to tell their doctors and their families what they want done, or not done.

      


      We step up though the work is harder. Hospital stays keep getting shorter, so patients are discharged “sicker and quicker,” in need of much more attention. The

         same medical and technological advances that help keep people out of nursing homes mean that their helpers’ responsibilities

         now extend well beyond household chores. “Families are being asked to take on tasks that would make nursing students tremble,”

         says Feinberg.

      


      Family caregivers are dressing wounds, performing peritoneal dialysis, monitoring symptoms, and overseeing complicated arsenals

         of medications. Even simple bathing, one of the most common activities seniors need help with, requires skill in order to

         avoid injuring both the older person and the helper. All these tasks get more difficult if a parent with dementia becomes

         bewildered, resistant, or hostile.

      


      Increasingly, “caregiving at home has come to take on many of the aspects of a mini intensive-care unit,” as one group of

         experts put it. It involves jobs that licensed nurses used to do, that aides in nursing homes are trained to do, though not

         trained enough. Sons and daughters are expected, in effect, to join the health care team, usually with no training at all.

      


      We step up despite the fact that most of us have jobs. For years, economists and health care analysts warned that women, as they entered the workforce, would become unavailable

         to serve as unpaid caregivers for the elderly. A plausible argument—but it hasn’t proved to be true. Family caregiving continues

         at high levels, though more than half of adult children who help their elderly parents also work full-time, and another 10

         percent work part-time.

      


      Having dual responsibilities can exact a steep toll. Most caregivers with jobs report sometimes having to go to work late

         or leave early; smaller proportions take leaves of absence, cut back from full-time to part-time schedules, or turn down promotions.

         A few even give up work altogether. How often they make these choices depends on how heavy their caregiving duties are. It

         may also depend on how much they like their jobs; rewarding work can act as a buffer against family stress and has been shown

         to benefit caregivers’ mental health. Still, lost hours and wages can cost caregivers thousands of dollars a year, and make

         them less able to save for their own senior years.

      


      Nevertheless, when it comes to caring for parents, “work doesn’t seem to reduce caregiving much,” Urban Institute researcher

         Richard Johnson told me, trying to explain why women aren’t behaving the way forecasters predicted. “They just do it. They

         suck it up. They make the sacrifices.”

      


      We step up despite the considerable expense.The out-of-pocket costs of caring for someone over 50 average more than $5,500 a year, a recent national survey found, causing

         about a third of caregivers to dip into their savings, cut back on basic home maintenance, or reduce or stop saving for their

         own futures.

      


      We step up even though we may have children at home.Boomers deferred childbearing, so they can have dependents at both ends of the age spectrum. It’s not a large group—in one

         set of national studies, about 9 percent of the women who were primary caregivers for the elderly also had minor children.

         But it’s large enough that it has spawned its own apt term: the Sandwich Generation.

      


      We step up even if we qualify as elderly ourselves. The bulk of adult children caring for parents are in their 40s and 50s. But seniors’ lengthening life spans and declining

         disability rates can mean that by the time they need our help, we may be close to or in retirement. About one-fifth of caregiving

         children are 60 or older.

      


      It’s a good thing that we do step up. Attempting to pay for the hours families voluntarily devote to eldercare, even at the

         low wages home health aides receive, would break the national treasury. AARP estimated the economic value of family caregiving

         in 2006, for disabled people of any age, at $350 billion, roughly equal to the total annual cost of Medicare. Even if families

         wanted and could afford to pay for assistance, there aren’t nearly enough health care workers to begin to pick up the slack.

         “Family caregiving is essential,” says Feinberg. “And undervalued and underrecognized.”

      


      When children take on this role, fueled by a complex mix of emotions and motives, by love and obligation, necessity and fear

         and pride, they’re thinking primarily of their parents and parents-in-law. But all of us benefit.

      


      Without Capes


      It’s this quiet, frequently unrecognized courage and devotion that I find—a curious word, perhaps, when discussing age and

         frailty—heartening.

      


      For people who haven’t yet faced this phase of life, either because they’re young or because they’ve been fortunate, the whole

         topic seems dismal. “What’s your book about?” someone I’ve just met, or haven’t seen in a while, will ask brightly.

      


      “It’s about adult children and how they care for aging parents,” I say, knowing it’s a quick way to kill a dinner party conversation.


      The most common response, at least from people under 40: “Isn’t that depressing?” Those closer to my own age, on the other hand, nod and promptly launch into detailed accounts of their own eldercare sagas—and

         almost everybody has one.

      


      The truth is, though I’ve empathized with sons’ and daughters’ struggles, though I’ve seen and felt loss, I haven’t found

         this project depressing. To witness families facing painful decisions in demanding circumstances, and to see them take on

         those duties with patience and generosity, has been moving, uplifting. Spending time with older people grateful to celebrate

         a 95th birthday with friends, to attend a beloved daughter’s bridal shower, to gaze at Edward Hopper’s paintings even if walking

         the museum halls is an effort, has been a privilege.

      


      “If you get depressed about the way things are going in the world, just look at the people caring for their family members,

         the lengths they go to; there’s nothing they won’t do,” David Ekerdt, director of the gerontology center at the University

         of Kansas, told me when I first began my reporting. “It can pull you out of any funk about the state of humanity.” At the

         time, I didn’t quite understand why it would; now, I get it.

      


      I don’t think heroic too strong a word for the families who share their stories in this book, though theirs is an understated brand of valor,

         with no red cape attached. The adult children aren’t saintly; at times they grow tired of the responsibility they carry, resentful

         and exasperated. They can, no question, simply lose it. They often wish they could say, “Here, you take over for a while”—but

         usually, there isn’t anyone to say it to.

      


      Their parents aren’t candidates for canonization either. Generally appreciative of their children’s efforts, they can also,

         for reasons not always within their control, be demanding and difficult. Wherever they are—in their own homes or a child’s,

         in assisted living or a nursing home—caring for them is a taxing job.

      


      Still, their children carry on, and if you ask on one of the not-so-bad days, they acknowledge feeling that they’re doing

         something not only crucial for their parents but meaningful for themselves.

      


      Happily, there’s more assistance than there used to be. Take adult day programs, aka senior day care. The phrase bothers some

         people, who find it infantilizing, but it explains the concept: When a parent’s being home alone causes anxiety, she can take

         a van to a bright, cheerful center where she can chat with friends, eat a nutritious lunch, join in a mix of programs—from

         gardening and crafts projects to exercise sessions—to keep her mind and body active. Trained staffers will monitor her health,

         help her with bathing or the toilet should she need it. It’s expensive, but more affordable than home care and far cheaper

         than assisted living or a nursing home. Her children are free to go to work, or take a few hours’ break from their obligations.

         And at the end of the day, the parent goes home—which, research shows over and over, is where most elders want to be.

      


      (I’ve listed organizations, with phone numbers and Website addresses, that can help you find such services in the resources

         section at the back of the book.)

      


      Because an aging population with purchasing power will always spark new services, even whole new professions, to meet its

         needs, there’s another innovation: the geriatric care manager. Usually a licensed social worker or, less frequently, a nurse

         or gerontologist, this expert can assess a senior’s condition, help a family agree on what kind of help he needs, recommend

         agencies or programs or facilities, and monitor the situation afterward. She becomes a concerned family’s eyes, ears, and

         Rolodex.

      


      I recently spent a day following geriatric care manager Suzanne Modigliani around suburban Boston as she visited with her

         elderly clients to see how they were doing, made calls to physicians’ offices to follow up on tests and prescriptions, drove

         one good-natured woman with dementia to her dentist and took her out for lunch afterward. Modigliani, who’s been involved

         in geriatric services in the area for 30 years, has coordinated home care schedules, helped mediate family disputes, recommended

         physical therapists and financial advisors, arranged for everything from private drivers to therapy dog visits. She and her

         fellow GCMs aren’t cheap either, but she’s the one I’d call if I had an ailing parent in her neighborhood—especially if I

         weren’t in the neighborhood myself.

      


      This is a profession on the rise: membership in the National Association of Professional Geriatric Care Managers has more

         than doubled in a decade, to about 2,100. Similarly, membership in the National Academy of Elder Law Attorneys—elder lawyers

         handle matter ranging from guardianship proceedings and Medicaid eligibility cases to estate planning—has climbed nearly 50

         percent (to 5,000). As the population ages, companies arise to retrofit homes with grab bars and ramps and stair lifts; people

         hang out shingles as senior move managers and take on the complex task of emptying too-large houses and helping people downsize.

         You can now hire professional money managers to pay bills and claims specialists to handle insurance tangles.

      


      Part of my purpose in assembling these stories is to spread the word that help of various forms does exist for seniors who

         need it, even if it’s sometimes no picnic to locate or to pay for. But as we’ve seen, in most families caregiving remains

         a largely do-it-yourself endeavor, and not a simple one.

      


      Ain’t I Rough Enough?


      Ain’t I Tough Enough?


      Ain’t I Rich Enough?


      The phrase gerontologists use to describe the difficulties of this role is caregiver burden, a catchall for the physical, psychological, and financial stresses of shouldering responsibility for a loved one’s well-being.

         When a Pennsylvania woman grappling with whether or not to place her sickly father in a nursing home admits, “I feel like

         I’m in a vise,” that’s caregiver burden. When a New York State woman shuttling between her mother in her own home and her

         father in a nursing facility a half hour away wonders, “How much do you sacrifice to be a ‘good person’??”—that is, too.

      


      It’s important to understand, though, that a vise-like sensation of being overwhelmed, of having to do and give too much,

         isn’t universal or even typical. Lots of adult children cope with the demands quite well.

      


      In a national survey of more than 1,200 caregivers, for example, most said they experienced little physical strain, emotional

         stress, or financial hardship as a result. (The study, undertaken by AARP and the National Alliance for Caregiving, involved

         people caring for adults of any age, not only parents.) When problems arose, they were related to a combination of how many

         hours people spent on caregiving and the number of tasks performed, plus the caregivers’ own health status and their sense

         of a choice in assuming that role. The group with the highest “level of burden,” devoting the greatest amount of time and

         performing the most demanding duties, who reported worsening health and felt caregiving wasn’t voluntary, were most at risk

         for trouble; they represented 10 to 30 percent of the sample.

      


      Similarly, a USA Today/ABC News poll of baby boomers found that of those providing assistance—personal or financial—to an elderly parent, about

         half said their help had caused no stress in their own lives and their sacrifices had been minor.

      


      But when it’s hard, it’s really hard. “I sleep with the car keys in my hand,” one daughter with two parents in facilities,

         her mother in assisted living and her father in an adjoining nursing home, told me. I think she was exaggerating, but perhaps

         not by much.

      


      How much time it requires is tough to pin down, in part because research sometimes combines all kinds of caregivers, including

         spouses and friends, who care for any adult. Moreover, averages can conceal enormous differences between an adult child who

         does some grocery shopping and bill-paying and one who’s on duty virtually around the clock.

      


      But the Urban Institute, focusing on the frail elderly, calculated that daughters and daughters-in-law provided an average

         98 hours of care a month, and sons and sons-in-law 71 hours; the median, meaning that half the children spent less time than

         this and half spent more, was 30 hours a month. The time involved rose sharply for elders with severe disabilities: Daughters

         spent an average 134 hours a month caring for them, nearly equivalent to a full-time job.

      


      Daughters are more likely to provide high levels of hands-on care, too, while sons are more apt to handle tasks like financial

         management, one study found. This may help explain a finding that surfaced in 2007 when a research team measured how much

         men and women liked or disliked certain activities. For men, spending time with parents was unpleasant only 7 percent of the

         time; for women, spending time with their parents led to negative emotions more than a quarter of the time. Princeton economist

         Alan Krueger, who worked on the team with four psychologists, offered an intriguing explanation. For women, time with parents

         can come to feel more like work, a task. “For men, it tends to be sitting on the sofa and watching football with their dad,”

         he told the New York Times, admitting that he and his dad enjoyed Giants games.

      


      Reams of research underscores that intensive caregiving is associated with poorer health, including high blood pressure and

         reduced immune function. Caregivers report such chronic conditions as heart disease, arthritis, and diabetes at almost twice

         the rate of those who aren’t caring for sick or disabled family members.

      


      The emotional effects are also well documented: Caregivers have higher stress levels and higher rates of depression. Caregivers

         may experience feelings of isolation, of being overwhelmed; many say they’ve sacrificed vacations, hobbies, time for friends

         or other family members. As the tasks intensify, moving from lighter duties to heavier ones, caregivers report increased depression,

         worsening health, neglect of their own care. (Again, these studies aren’t specific to caring for parents.)

      


      What’s particularly taxing and distressing is caring for an elderly person with Alzheimer’s disease or another form of dementia.

         Stress levels are markedly higher in this group, studies consistently show, with greater risk to a caregiver’s psychological

         and physical health because of the nature of the disease.

      


      As dementia progresses, the parent may lose the ability to communicate much, to say thank you, even to recognize the child

         who is working so hard to keep her safe and comfortable and engaged with life. “Truly, it’s the loss of an individual,” says

         Elinor Ginzler of AARP. “I’ve heard Alzheimer’s referred to as ‘living death.’ I’ve heard people say, ‘I lost her long ago,’

         and I think it’s an accurate statement.”

      


      Moreover, contributing to the strains of caregiving, in ways difficult for any statistician to measure, are the complications

         of family dynamics. This is not just any ailing, elderly person you’re concerned about, and her illness may not be the only

         thing you’re battling.

      


      Mom Always Liked You Best


      Probably it shouldn’t surprise us that loyalties, rifts, and grievances from decades past surface when the time comes. “Some

         families truly are cohesive,” says Barbara Moscowitz, senior social worker at the Massachusetts General Hospital Geriatric

         Medicine Unit. “But many have lived apart for 20 or 30 years, in different ways with different lifestyles. If you have difficulty

         coming together as a family on Christmas or Thanksgiving, and the old sibling rivalries rear their heads during a three-day

         vacation, then why should it be easy for you to suddenly coalesce and make decisions about your parent?”

      


      Moscowitz spends much of each day refereeing, interpreting, and nudzhing as families try to cope with both the crises before

         them and the tangled histories behind them. She sees parents waving off help they quite evidently need because “we all want

         to hold on to our roles, whatever age we are. Parents want to be parents.” The suggestion that a child take over bill-paying,

         for a parent who has competently written the monthly checks for 60 years, is unnerving. Independence is such a signal American

         value that accepting help, even in small increments, can feel threatening.

      


      Conversely, Moscowitz adds, children grow accustomed to seeing their parents as wellsprings of assistance and encouragement,

         even as those children move into their 40s and 50s. “When suddenly the parent is no longer that source of support and strength

         upon whom they can lean, it’s devastating. There’s a lot of grieving.”

      


      When several siblings try to apportion responsibility for eldercare, all sorts of psychological underpinnings come into play.

         Perhaps the son or daughter who was always the Dutiful Child shoulders most of the workload once more, and resents it once

         more. Perhaps the one who was never the Dutiful Child sees a last chance to win parental approval and takes over, or tries

         to. It can be a reasonably harmonious process, or one that generates years of bitter discord.

      


      I’m thinking of the Connecticut woman who sent me email, after reading an essay I wrote about my father in the New York Times, with the subject line: “I GOTTA STORY!!!”

      


      It was a miserable tale. My correspondent, the oldest of four, had been the primary caretaker for her mother, who had a long

         history of mental illness. Even with around-the-clock aides, the mother was failing in her own home, so the daughter moved

         her into a nursing facility. There, with private aides, a psychiatric nurse, and a new drug, she stabilized and appeared content.

         “We should have been thrilled with what we were able to achieve,” the daughter told me.

      


      Instead, her younger sister, who disagreed with the decision to move their mother but wasn’t actively involved in her daily

         care, “continued to throw jabs and second-guess and undermine… I just wanted to bop her.” Perhaps, the older one speculates,

         she disliked seeing their mother’s estate being drained.

      


      In any case, months after their mother’s funeral, my correspondent didn’t talk to her sister very often and no longer even

         wanted to sit next to her at family events. “If you’re not willing to step up, then in my book you step back and keep quiet

         and be supportive,” she said, still fuming.

      


      But you also hear stories that make you think the Waltons live. Consider the large family in Glen Ridge, New Jersey, whose

         widowed father had grown increasingly confused and disabled by Parkinson’s disease.

      


      His children called a summit meeting. “It was very democratic, everyone putting in his own thoughts,” remembers Kate Waldron,

         the daughter who hosted the gathering in her living room. It probably helped that she was a nurse and a psychotherapist; it

         definitely helped that all eight sisters and a brother wanted to share the load. Looking at all the options—the siblings living

         in one-bedroom apartments, the one whose husband had lymphoma, the newlywed—Kate and her husband, Jim, agreed that they were

         the likely candidates to bring Joseph Grady, known to all as Bumps, into their home. They had enough room. They also had jobs,

         however, and three children at home.

      


      Luckily, Bumps had made enough money from the sale of his house to afford home care aides. He also had a family that figured

         out how to work together.

      


      Someone handled the scheduling, who would visit when, and passed the word via phone or email. Someone came to spend time with

         Bumps each weekend, often picking up groceries or drugstore items en route, so Kate and Jim could have a break and a family

         life. Someone came to stay in the house when they took vacations. “No one ever said, count me out,” Kate says. Instead, “I

         felt enormous gratitude from everybody that we were making it possible to keep him in a family home, not a nursing home.”

      


      Their annual meetings continued for seven years. Toward the end, as her father became unable to use a toilet or chew solid

         food, the bulk of the burden fell on Kate and her family and she wondered if caring for Bumps would become too much for them.

         She never felt it did. When Bumps died at home in 2004, everyone planned his funeral Mass together. She doesn’t require such

         constant contact with her siblings anymore, Kate reflects, and she misses it.

      


      To Transcend Self


      It’s easy to sound unforgivably Pollyanna-ish about the silver lining aspect of eldercare. No one could characterize a parent’s

         intensifying illness, or the response it demands from children, as a positive development. Get too chirpy about spirituality

         or personal growth, and a son or daughter who’s lying awake at night, fretting about a parent’s health or medical bills, may

         indeed want to bop you.

      


      But you can’t get away from this: The phenomenon called caregiver gain doesn’t appear nearly as often in academic journals or gerontology texts as caregiver burden, but it exists. And it helps

         explain why people shoulder this job. Obligation and guilt are hardly the only motivations, stress and fatigue hardly the

         only consequences.

      


      Rewards also surface when caregivers talk about what they do: pride in being able to meet the challenges, feelings of competence

         and mastery, a sense of meaning and purpose. The role’s enjoyable aspects can coexist with its pressures; they include closer

         family relationships, warmth and intimacy, feelings of satisfaction and even joy, a University of Wisconsin researcher reported

         after analyzing numerous studies.

      


      There’s a spiritual dimension, as well. Some caregivers told St. Louis University researchers, who’d asked them to describe

         the ways the experience affected them, that they relied on their faith and their churches; others cited inner strength and

         more personal spiritual connections. But almost all religions and traditions underscore the importance of serving others,

         and that’s what happens when a parent needs help. In some cases, gerontologist Kenneth Doka has written, “the self-sacrifice

         that caregiving entails offers a deep sense of personal fulfillment. It demonstrates a persistent ability to transcend self—to

         sacrifice for another without regard to one’s own needs.”

      


      Does that sound too grandiose? A daughter-in-law I spoke with not long ago couched her satisfaction in more modest terms.

         Beverly Lazar Davis and her husband turned the parlor of their home in Saratoga Springs, New York, into a bedroom/sitting

         room for his father, Herman Raymond Davis, a retired dentist and lifelong artist. “Papa” was 96 when he came to live with

         them, and “he was a jewel,” said Beverly, a clinical social worker.

      


      She spent countless hours with him, reading to him, listening to Johnny Cash albums, watching 60 Minutes every Sunday. She particularly cherished their “adventures,” when they set forth with no particular destination, Beverly

         pushing Papa’s wheelchair down the street until they encountered an interesting art gallery or a Japanese maple worth pausing

         to appreciate, or settled on a bench outside a downtown coffee shop to watch the passing parade.

      


      “Time with Papa helped me to slow down and breathe,” she reflected, after his death. He’d wanted to live to celebrate his

         100th birthday, and he did. “He helped me to take out my mandolin after dinner and play a few tunes. He helped me take a walk

         and smell the lilacs. He helped me sit and watch a cooking show on TV that I wouldn’t have seen, or listen to part of an opera.

         The pace of my life since he has passed is going all too fast; he helped me get off the train.”

      


      About This Book


      I think of When the Time Comes as a support group in print.

      


      Even under the best of circumstances, taking on responsibility for a parent introduces some degree of worry and effort into

         a family’s life. Among the things that help are money, information, and emotional support.

      


      Money, I can’t do much about.


      But I’ve packed information—about everything from how much home care can cost to what’s likely to get a parent discharged

         from assisted living—into each chapter. I haven’t written a step-by-step eldercare manual; a number of those already exist,

         and I’ve included a couple in the resources section. But I do want the book to be useful, and I think it is. It draws on hundreds

         of studies and articles, plus interviews with some of the leading researchers, experts, and advocates in the field.

      


      At the heart of the book, though, are the detailed stories of individual families grappling with how to help their aging parents,

         and reaching a variety of decisions for a variety of reasons. One family decides to keep their 86-year-old mother in her own

         apartment in the Bronx for as long as possible by hiring home aides; one moves their mother into a daughter’s household in

         upstate New York. Two families in the Boston area consider assisted living. Two others place their elderly parents in a high-quality

         nursing home outside Trenton. And in Baltimore, two families whose parents face terminal illnesses seek the help of a hospice

         organization.

      


      I spoke with both children and parents, in most cases before they reached these decisions, and followed them for up to a year

         afterward to see how things were going, what was working and what wasn’t, how everyone felt about their transitions.

      


      As a veteran journalist, and now a teacher of future journalists at Columbia University, I observed the same ethics and practices

         I used daily during 16 years as a Washington Post reporter. These are real people, not composites or inventions; except for one daughter who insisted on using only her first

         name and her father’s, they’re fully identified. (I have, where noted, changed the names of families’ employees.)

      


      I listened to these parents, sons, and daughters talk about their histories and fears and satisfactions for many hours. I

         went along as they looked at facilities; I watched parents move into them and, in one case, move out. I took notes as nurses

         and social workers and geriatric care managers visited. I went to church services with an 86-year-old parishioner. I helped

         a 96-year-old eat dinner when her hands grew too shaky to effectively wield a fork. I attended a birthday party and a funeral.

      


      People welcomed me into their homes and their lives, and they were thoughtful and candid about their experiences—all during

         tense, even frantic times when having any stranger around, let alone a journalist with a tape recorder, could have felt intrusive

         and far too time-consuming. Why did they agree to participate?

      


      I think, in part, it was sometimes helpful just to have someone listen, something reporters learn to do well. For the children,

         taking on the care of a father or mother, however and wherever, is a seismic event, a major turning point. It’s work that

         often goes unnoticed, that may not draw much gratitude. For the parents, approaching a point in life when they were no longer

         able to live fully independently was also momentous. To be able to muse aloud about the whys and what-ifs, to express the

         inevitable doubt and conflicting impulses and apprehension, perhaps came as something of a relief to both parties.

      


      But I think these families’ cooperation mostly comes down to that overworked word: support.

      


      What we usually mean by it is the sense that someone else has gone through a similar situation, understands what we’re confronting,

         allows us to express ourselves, accepts our feelings without judgment, and perhaps in sharing her own experience leads us

         to ideas and solutions that can improve our own. Americans believe in support groups; they exist for people who overeat, who

         are infertile, who gamble compulsively. They exist for caregivers.

      


      But support outside the traditional group setting can also be valuable. For instance, researchers at the State University

         of New York at Albany found that adult children caring for their frail parents suffered less burden and depression, and had

         greater knowledge and use of community services, when they participated in a weekly support group via telephone; other studies

         have also found “telesupport” helpful.

      


      Talking with friends or relatives is already one of the most common ways caregivers cope with the demands they face, surveys

         show. (Topping the list: praying.) In interviews with primary caregivers for elderly relatives with dementia, most of them

         adult children, researchers found that those with “experientially similar” people in their social networks had less psychological

         distress. They felt understood and supported, even though their contacts with these people were informal, not part of any

         organized intervention.

      


      Agreeing to have their stories published was one way for the families I visited to have contact with thousands of others in

         parallel predicaments, people they would never meet but wanted to help. Caring for elderly parents had set them on steep learning

         curves; they hoped that talking about what they were experiencing and discovering might be useful to somebody else. I hope

         so, too.

      


      I sometimes hesitate to applaud too loudly for the way families care for their senior members, because I’m reluctant to reinforce

         the status quo. It shouldn’t be so challenging for families to undertake this mission. A great many families need more help

         than they get, know where to find, or can afford. Support and information only take them so far; tax credits, flexible workplaces,

         and shifts in Medicaid policies might help more.

      


      Still, I do applaud. Children wondering how on earth they’re going to manage this job may not appreciate platitudes about

         God never giving them more than they can handle. In fact, I’m sure they wish that Commandment about honoring one’s father

         and mother was a bit more specific. But when I see how they rise to the challenge, I’m awed.

      


      A Great Woman


      Let me show you a close-to-home example.


      Marla Shachtman lives in my town, Montclair, New Jersey, in a small house that reflects the lively chaos of raising two young

         boys. What would have been the dining room has become a playroom instead, strewn with Legos and robot parts. “Don’t trip over

         Buzz Lightyear,” Marla cautioned, the first day I went to see her.

      


      Framed family photographs filled the living room mantel: The annual July 4 reunion. Weddings. Newborns. And Marla’s parents,

         Bob and Doris Levy, in a picture taken on a cruise a decade earlier. “They had a really happy marriage,” Marla said with a

         sigh. “Years of good health and fun and good times.”

      


      Marla was 45, a warm, ample woman with wire-rim spectacles and flyaway hair tucked into a barrette. She had an MBA and had

         worked in marketing, but she’d been home with her kids for several years. And for the first few months I knew her, she wept

         during every conversation. She’d been through a dreadful time.

      


      Marla’s mother had been diagnosed, in her late 50s, with multiple sclerosis; over time, it had taken much of her mobility,

         and caused deepening dementia. But her husband, vigorous and buoyant after a successful kidney transplant, was taking excellent

         care of her.

      


      So it came as a horrible shock, in the spring of 2006, when he developed pneumonia and then severe multiple infections. A

         supposedly brief hospital stay turned into weeks in intensive care. When doctors said there was nothing more they could do,

         it was up to Marla to direct them to turn off the ventilator. She sat holding her father’s hand, telling him how deeply he

         was loved, as he died.

      


      And now it fell to Marla—because her brother and his family lived overseas—to wade into a series of tasks she felt utterly

         unprepared for. As executor of her father’s estate, she had to deal with insurance, trusts, investments, a host of things

         she barely understood. More urgently, she had to figure out how to care for her mother, only 71.

      


      All the while, her grief at her father’s death was so raw that she was seeing a therapist and looking for a bereavement group.

         “I’m blindsided by all of this,” she told me, her eyes filling. I was distressed to have upset her, but she waved off my apology.

         “I cry all the time. I cry at the post office. I cried at Denny’s the other day because I used to go there with my parents.”

      


      Early on, Marla had thought her mother might possibly live with her, and she brought Mrs. Levy to Montclair for a kind of

         trial run.

      


      But with Mrs. Levy sleeping on a futon in the playroom, “there’s no privacy,” Marla found. The boys had to pick every toy

         up, lest her mother—who used a walker—trip and fall. Mrs. Levy was incontinent. And with her dementia, “at 7 o’clock, if she

         was tired, she’d get undressed and put her nightgown on, no matter what.”

      


      What particularly chilled Marla was the night she heard Mrs. Levy moving around downstairs at 5 a.m. “I came down—it was pitch

         black—and she had the front door wide open,” Marla recounted. “She was dressed for the day, in her street clothes, sitting

         in a chair. I said, ‘Mom, what’s going on? It’s the middle of the night.’ She said, ‘I’m waiting for my brother to come take

         me to see my husband.’

      


      “This wasn’t the right place for her,” Marla concluded. “It wasn’t right for my family, either.”


      So she was looking for an assisted living facility where Mrs. Levy would be comfortable, well cared for, and close by. I tagged

         along on her scouting expeditions, and so did five-year-old Teddy, because—the Sandwich Generation in spades—school was over

         for the summer and Marla had no child care.
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