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Preface



This book explores the time of life when we are forced to depend on others for help with our daily survival. To a greater or lesser degree, we are always dependent on others, but these contacts are voluntary. We can approach or avoid other people according to our inclinations. But when we can no longer get our own groceries, prepare our own meals, or take care of other necessities on our own, we enter into a period of life that is distinct from all the others. This book highlights that distinctiveness, attempting to portray both its hardships and compensations.


The chief consequence of dependency is that we are forced to count on the kindness of others. The vulnerability aroused by this situation awakens the basic questions of our lives: Am I worthy of love and loyalty? Are people capable of true generosity, or do they live mostly for themselves? Since an accident or illness can, at any moment, remove anyone’s capacity to function independently, this exploration addresses hopes and fears belonging to all of us.


Viewed one-sidedly, illness and disability are a wasteland of degradation. We see only the loss of the freedoms and satisfactions that make life bearable, and we expect disappointing answers to these questions. In the last decade, the suicide rate of people sixty-five and older in the United States has been increasing more rapidly than that of any other age group. Asked to comment on this phenomenon, a gerontologist stated, “[Older people] are projecting what’s ahead, and just don’t want to go through it.”1


I have spent most of my working hours for the last ten years listening to people in situations of dependence. My profession as a medical social worker has taken me to hospitals, nursing homes, outpatient clinics, and private homes. It turns out that there are many more dimensions to illness and disability than are encompassed by our dire images. This book is a direct reply to all who claim that little of worth happens at this time of life and that dependency is to be dreaded, no matter what the circumstances or the consolations.


The first chapter lays out the major themes to be covered in the rest of the book: feeling angry and helpless in response to dependency, making the transition from an active life to confinement, handling thoughts and reflections about the past, noticing shifts in key relationships, realizing that time is running out and options are shrinking, and finding ways to live well in spite of all of these changes. The subsequent chapters expand on each of these themes, drawing them out and identifying ways to prevail.


My hope is that this book will be passed back and forth between dependent people and those who assist them. Both sides may be relieved to recognize the universal aspects of what would otherwise be misperceived as personal pain. They may also be able to convey their feelings less hurtfully to each other through the printed page than the spoken word. Ultimately, seeing each other’s position may make it easier to find a balance point in the center of chaotic emotions and unpredictable circumstances.


For those who provide care to dependent people, the question of how much time to spend arises repeatedly. There is always something else that can be done on a dependent person’s behalf. Some people let the boundaries of their own lives slip until virtually nothing remains. They take little time for themselves, and they never insist that the ill person consider their needs. It is as if they die in his or her stead, giving up whatever would have been pleasurable or life-enhancing. Others go to the opposite extreme, with-drawing from all but the most minimal tasks in a rigid effort at self-protection.


For people in need of help, the complexity reaches parallel proportions. Some surrender entirely to the whims of their helpers, believing that they have lost their entitlement to self-assertion. Others feel so degraded by the idea of being beholden to helpers that they conceal their disabilities and risk injuring themselves in order to avoid asking for help or appearing to be in need. Through surrender or concealment, they sacrifice much of what formerly made their lives worthwhile.


Often, we have to go from one extreme to the other until we find solutions to these dilemmas. With society providing fewer and fewer rules to guide those who give and receive care, the burden of choice is often more wearying than the tasks themselves. How much assistance to expect and how much to give have become private negotiations rather than culturally prescribed actions.


Throughout, I try to let the voices of people in situations of dependence be heard rather than to develop theoretical formulations. These accounts are presented in the form of vignettes, with identifying details omitted for the sake of both brevity and privacy. In some instances, I have merged the insights of several people into one, or have altered the surrounding situations, but each vignette remains faithful to the spirit of what was told to me. Any close resemblance to an actual person or circumstance is therefore coincidental.


At this writing, I am neither elderly nor disabled, and I do not presume to know these situations in the way that those living these circumstances know them. Ludwig Wittgenstein, the philosopher of language, depicts how someone entering a foreign land begins to understand what its citizens are saying:


Someone coming into a strange country will sometimes learn the language of the inhabitants from ostensive definitions that they give him; and he will often have to guess the meaning of these definitions; and will guess sometimes right, sometimes wrong.2


I have often had to guess in learning the language of dependency. My method has been to offer my own words and then wait for correction. Occasionally I have borrowed descriptions from one person and tested them on another, finding that people were intensely grateful to hear that someone else had experienced the same feelings or come to the same realizations under entirely different circumstances.


Words such as “waiting” and “boredom” eventually began to acquire a special meaning for me. Activities such as going to the bathroom or selecting items at the grocery store began to assume significance. Observing and helping people cope with their loss of autonomy, I gradually became conversant with their experiences. Yet my position outside the world of illness and disability has, I hope, enabled me to describe its contours with the impartial eye of a visitor.


Illness and disability alter our lives in basic ways. As soon as our mobility becomes impaired, changes occur in how we spend our time and conduct our relationships. Having time on our hands soon becomes more of a burden than a privilege, and depending on others for help quickly becomes wearying. Self-esteem often erodes along with our physical capacities, and we may be further hurt by the degrading reactions that others have to our frailty. Regret for wasted time and unfulfilled dreams may nag at us, causing us to question the priorities around which we had previously organized our lives.


There are rich prospects for revival within these difficulties, but they require a reconstruction of our internal world. As we struggle with each downturn in an illness, our emotions become increasingly raw. Fixed aspects of our personality may begin to loosen. The courage to accede to such changes tends to arise slowly and fitfully. Eventually, our attitude toward our remaining years may transform, but not until we have revised our view of ourselves and our comprehension of the past.


My goal is to foster this process of revival at the same time that I render it intelligible to bystanders. Adult children taking care of aging parents, as well as relatives and friends assisting younger people with debilitating illnesses, will find that their capacity to be truly helpful enlarges with their understanding of these struggles. People in the predicament of dependency may recognize themselves in the stories quoted throughout the book, perhaps hastening their own renewal by gathering clues from what others have experienced.


Until recently, women took care of those who could not take care of themselves: the very young, the disabled, and the very old. Now that women have been liberated from the home along with men, no one may be at home to give care. Generally, the only people inside the houses of America during the day are the old and the sick, and they tend to be by themselves. A fifty-two year-old woman told me about trying to keep her full-time job while caring for her disabled husband at home:


He had a really bad stroke when he was forty eight years old. Now he’s fifty-five. It’s been seven years. I don’t know how I’ve done it. I have to wait until my supervisor goes to the restroom so I can call him and check up on him. Sometimes he leaves the burner on after lunch and I have to remind him to shut it off. I live in fear of the house burning down. For a while I had a supervisor who let me do my calls without sneaking, but the one I have now is awful. She acts like we’re not supposed to have any other life but the work we do here. Its crazy, because I’d have my mind more on the work if I could get rid of my worry by making my calls.


The difficulties of old age may come sooner than we think. The increasing prevalence of AIDS, cancer, and other potentially incapacitating diseases calls upon all of us to prepare for the day when we may need other people s assistance with our daily survival or may need to render such help. The fastest growing population group in our country is people over the age of eighty-five, and the prevalence of disability in this group is fifty-eight percent.3 The majority of people over the age of sixty-five are able to take care of themselves, but most live in fear of eventual frailty. Few of us will be exempt from the experience of illness, either through giving or receiving care, hut we can strengthen our endurance by learning all that we can about the inner workings of dependency.
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A Desert of Time



A woman who found herself confined by illness in her eighties writes:


Age is a desert of time—hours, days, weeks, years perhaps—with little to do. So one has ample time to face everything one has had, been, done; gather them all in: the things that came from the outside, and those from inside. We have time at last to make them truly ours.1


The capacity to enjoy a homebound life may have more to do with our lifelong habits than our personality traits. Those who have always made the time to write, read, garden, make paintings, practice crafts, or play music reach their years of frailty with these routines firmly in place. So long as their ailments do not interfere with their skills, such people often thrive with time on their hands. The writer May Sarton writes, “Growing old is certainly easier for people like me who have no job from which to retire at a given age. I can’t stop doing what I have always done, trying to sort out and shape experience.”2


The rest of us face a difficult transition when our days become sedentary. We are forced into learning how to live with inactivity and how to keep ourselves engaged despite the absence of schedules and obligations. Kathleen Fischer, a counselor and theologian, asserts, “In the later years we are asked to value being over having, but life has not trained us well for being.”3


At any point in the lifespan, physical incapacity can compel us into “being” rather than “having,” and into depending on others rather than doing for ourselves. We are then subjected to other people’s timing, to what our helpers choose to give us and to the rhythms they impose. Time for “being” may become time for raging, to the extent that busy friends and relatives keep us waiting for hours on end. Additionally, our own body may thwart and disappoint us as we persist in trying to do things for ourselves. This chapter probes the process of adjusting to a captive dependence, examining the altered experience of time and relationships that ensues.



NOTHING TO DO


Working people yearn for days to do as they please. They relish the absence of commitments during weekends and vacations, believing that this ease awaits them when they retire. Leisure seems to hold the promise of unlimited pleasures and chosen involvements. They are usually unable to foresee the trial that free time actually becomes when there is no end to it and when options for filling it are circumscribed.


Ill and retired people have access to a paradoxical truth: it is easier to live with the mandatory activity of work or child-rearing than to create voluntary purposes every day. In the long run, days that are empty of obligation are exhausting. We have to push such days forward, while days that are full of commitments seem to move along by their own propulsion. A newly retired man describes his disappointment with the way he has used his first six months of open time:


There has been no instant, miraculous opening of bright new paths…. Am I now squandering time because I have no real vital push to seize and exercise that freedom?4


This man lost his “vital push” once his leisure became boundless. He found that his experience of time slackened into lassitude. After the first few months of retirement, many people begin to struggle with getting out of bed in the morning. Unless a dog is waiting to be walked or someone is expecting them at a predetermined time, they find that the temptation to linger in bed becomes overwhelming.


It is humiliating to have little going on in one’s life. Waiting for the mail and waiting for meals can take up the better part of a day, unless other involvements dwarf their importance. Sheepishly, this man goes on to admit that he makes “too much” of the mail:


If I swivel halfway to the right I command the road down which the mailman comes, his lights flashing whenever he makes a stop. By frequent swiveling I can monitor his approach and be ready to pounce out the front door a split second after he begins to pull away…. I yield to the weak waste of time involved in waiting breathlessly for the mailman.5


In retirement homes everywhere, residents congregate in the lobby when the time for the mail draws near. Once a day, six days a week, the outside world intrudes upon an overly safe and predictable life. There is a rush of excitement for the possibility of being surprised. Prior to mealtimes, many wait outside the dining room more than an hour before the doors open. The mail and meals break up the blank expanse of the day into liveable segments: “after the mail comes,” “before lunch.”


In instituting the seven-day week and the Sabbath, the ancient Hebrews implemented an essential wisdom about time and motivation. The contrast between a day of rest and days of work adds an enlivening rhythm to life. Without clear distinctions, time runs together into an undifferentiated mass. A woman in a retirement home was asked by a fellow resident, “What do you do when you don’t know what you want to do?”6 The schedule was full of entertainments, but nothing in the program drew her. Going or not going to these activities was all the same.


In a book about the history and meaning of the seven-day week, Eviatar Zerubavel observed:


The week disrupts the otherwise continuous flow of our everyday life on a regular basis and, in doing that, adds more dimensions to our existence…. [It] is a cycle of periodic alternation between opposites…. From an experiential standpoint, the most distinctive feature of this cycle is the fact that it helps to introduce discontinuity into our life.7


We thrive on discontinuity. We are stimulated by the “alternation between opposites” that work and pleasure offer us. If one day cannot be distinguished from the next by unusual occurrences, there are no markers upon which memory can anchor itself. Knowing whether it is Tuesday or Wednesday becomes a matter of checking what is printed on the daily newspaper rather than retrieving recognition from within. Such vagueness about the days of the week is often attributed to dementia rather than to this more common mental starvation.


To be starved for motion and exercise is yet another depletion. Those for whom physical exertion was their chief form of release and renewal have to contend with a particularly onerous period of adjustment. A seventy-one-year-old man describes the torment he feels in being confined to home:


Day after day, I have nothing to do. I have bad breathing and my legs are bad…. They hurt or they just won’t go. I sit here, look out the window. The feelings are real, real deep in you, deep inside. It’s bad on rainy days, especially; there’s no hope of going out…. Can you imagine what it’s like for a man who’s been athletic all his life to be cut down in this way?8


When physical problems enclose us in a daily life in which everything has been mastered and repeated, the pull to keep returning to bed becomes more and more compelling. Life starts to echo the stasis of the body. One woman testifies to the power of this withering:


I woke to my seventy-eighth birthday. And now my body dictated my days. Here was my house, my bedroom, my bed, my table full of books. Here was I, half propped up, large pillow under my knees, heating pad at my back…. Every couple of hours my body needed to move and I wandered around, to get something, replace something, realign something, water a plant or two. Then back to bed. Once in a while I strolled a little way outside, praying I would meet no one.9


We tend to shun the company of others when we feel we have nothing to say. With little going on in our lives beyond eating and sleeping, we fear that other people’s contrasting vitality would shame us even as it momentarily revived us. When company leaves, we expect to be left emptier for having been so briefly filled. This woman found in the emptiness that her mind “worked like a disturbed hill of ants.” Having nowhere to flee, she admits, “by day I waited for the night to come. At night I waited for the day.”10


For homebound people, waiting becomes an absolute condition of daily living, rather than a fleeting effort. Week after week, they see nothing but the well-known walls of their homes and the glow of the television. Outings for them become a sensual circus, so pleasurable is it to see, hear, and smell the chaos of the outside world. When they are promised an afternoon out on the town, many count the hours until the time which is to be different from a hundred other afternoons. In his novel The Magic Mountain, Thomas Mann observes:


When one day is like all the others, then they are all like one…. Habituation is a falling asleep or fatiguing of the sense of time; which explains why young years pass slowly, while later life flings itself faster and faster upon its course. We are aware that the intercalation of periods of change and novelty is the only means by which we can refresh our sense of time, strengthen, retard, and rejuvenate it, and therewith renew our perception of life itself. Such is the purpose of our changes of air and scene;…. it is the secret of the healing power of change and incident.11



WAITING


The more dependent we are on the mercy of others, the more waiting we have to endure. Dependence and waiting eventually become synonymous. We cannot cancel arrangements to secure the necessities of life, and most of us do not have a fresh supply of helpers to replace those who keep us waiting beyond our endurance. One seventy-eight-year-old homebound woman described how she felt waiting for her daughter to take her grocery shopping:


If she says she’ll take me shopping sometime on Saturday, I get dressed early and go sit by the window. I like to be ready when she pulls into the driveway. I’m afraid to start on anything, because she could come any minute. If she doesn’t come until two or three in the afternoon, I end up wasting a whole day waiting for her. I get mad at her, but I shouldn’t. After all, she’s doing me a favor. I have all day, and she’s got to fit me into everything else in her life.


Waiting emphasizes the inferior status of the person who is being helped. This woman guards against keeping her daughter waiting on the driveway, recognizing the wide disparity between them: she needs her daughter in order to survive, but her daughter does not need her. She has “all day,” while the daughter has to “fit” the errand into an array of doings. Her daughter’s presence is in demand, while her presence is vital to no one. Each minute of waiting that accumulates speaks this inferiority more loudly.


These disparate conditions can evoke bitterness in the most loving of relationships. Anyone who has ever endured an incapacitating illness knows that the feelings evoked by days of waiting can be harder to bear than the illness itself. Emerson wrote:


We wish to be self-sustained. We do not quite forgive a giver. The hand that feeds us is in some danger of being bitten…. We somehow hate the meat which we eat, because there seems something of degrading dependence in living by it.12


The freedom to come and go as we please, the “wish to be self-sustained,” is as fundamental to most of us as breathing. When this part of our human endowment is frustrated, a subterranean anger is stirred. The truth of dependence is the urge to “bite” one’s helpers, especially if no end to the dependence is in sight.


The longer an illness or incapacity lasts, the harder it becomes for us to maintain faith in our helpers’ good will. We can see the constraints and the interferences that our needs necessarily impose on others. We begin to imagine the possibility of abandonment. Most of us believe that if we draw on our helpers’ good will too often, we will use it up. We silently add up the sum of past favors, worrying how many more are left and having no way to measure the extent of this inner quantity.


Days of waiting can crack the confidence of the most secure people, given enough time and the wearing effects of doubt. In situations of dependence, we are asked to believe that we have accumulated vast stores of good will from our own acts of generosity in the past. In truth, most of us carry reservoirs of guilt from the many occasions when we failed to be as generous as we could have been. To then depend upon those whom we once disappointed opens up fears of retribution: “Will my son try to get back at me, now that I need him?”


We begin to scrutinize our helpers’ faces for signs of reluctance. We usually derive little security from verbal assurances that our friends and relatives are happy to be of help. We have hours to ruminate over a moment’s hesitation when we last asked someone for a ride, or to replay snippets of a conversation in which we overheard ourselves referred to as a “problem.” We can dwell upon the memory of all discussion ceasing when we walked into a living room full of relatives, or worry about the day when we saw unmistakable signs of fatigue on a daughter’s face.


We begin to wonder, “Is my life really worth all of this stress?” We see that every visit is for the accomplishment of a task and every phone call is to get an aspect of our survival organized. Ultimately, it can seem that our chief purpose left in life is to keep our caregivers from worrying about us and spending too much time on us. One homebound woman describes her efforts to conserve her requests for help:


I read my paperbacks as slowly as I can. I ration out the chapters, because I don’t want to finish them too quickly. Then, I start all over again with the first book. It works if I don’t read too fast. I don’t want to ask my daughter to give me a ride to the library or to make a special trip to a bookstore. She already does my shopping, cleans my house, and checks up on me every morning. It’s too much already.


There are opposite responses to dependence, e.g., people who fold into the necessity of getting help with their daily lives as a relief from what had been an effortful independence. They welcome the collapse of the interpersonal boundaries which they had never really accepted. But most people resist dependence and struggle to maintain a secure sense of identity by asking for as little as they can.


One sixty-nine-year-old woman was so weakened by metastatic cancer that she could not avoid accepting help with cleaning her house, but she still held back from expressing the full extent of her needs:


The doctor said I can’t so much as pick up a vacuum cleaner, so my daughter helps me once a week. It kills me to watch her. She doesn’t like to bend under the kitchen table when she vacuums. She leaves the crumbs there, but I don’t say anything. After she’s gone, the crumbs drive me crazy. I stare at them all day. I can see them from where I sit in the living room. You can’t imagine how they get to me, how I can’t take my eyes off them. I say to myself, ‘Next time, you’ll tell her,’ but I never do. She’s doing so much for me already.


This woman was in mourning for herself. For over forty years in that house, she had vacuumed her breakfast crumbs every morning. If she had still been herself, the crumbs would have been gone. She stared at the crumbs day after day and saw her own demise.


Waiting for help is tied inexorably to waiting for death. Individuals have their own version of the crumbs, something that symbolizes who they used to be or how they used to live. The loss of this self is more threatening for many than the approach of their physical death. One woman with worsening arthritis was “resigned when she was no longer able to carry heavy objects or hold a paint brush, even though she loved her art classes. But when she realized that she could no longer make her own bed, she wept.”13 Healthy people often deride ill or frail people for what seems to be an over-focus on the trivial, not realizing the significance that can be contained in crumbs or an unmade bed.



TIME AND DISTANCE


The duress of frailty requires acceptance of its conditions, much as imprisonment mandates respect for simple freedoms. When Aleksandr Solzhenitsyn was being transferred from one prison to another, he caught a glimpse of people going about their lives:


You have the right to arrange your own life under the blue sky and the hot sun, to get a drink of water, to stretch, to travel wherever you like…. Do not pursue what is illusory—property and position: all that is gained at the expense of your nerves decade after decade, and is confiscated in one fell night…. It is enough if you don’t freeze in the cold and if thirst and hunger don’t claw at your insides. If your back isn’t broken, if your feet can walk, if both arms can bend, if both eyes see and if both ears hear, then whom should you envy?14


Illness and imprisonment both teach that all can be taken away “in one fell night.” Prior to this kind of blow to our pretensions, it is easy enough to live without looking around, getting things done and not bothering to exert attention or appreciation. We reject aimlessness, even for an hour. Everything we do has to serve the imperatives of our future needs. In a hurried life, obliviousness comes down around us like a curtain. There are only rare moments when the curtain is pulled aside and we are graced with a vivid sense of aliveness. Virginia Woolf called these interludes “moments of being.” She was dismayed at how much of life is lived in the haze of “non-being”:


A great part of every day is not lived consciously. One walks, eats, sees things, deals with what has to be done; the broken vacuum cleaner; ordering dinner; writing orders to Mabel; washing; cooking dinner; bookbinding. When it is a bad day the proportion of non-being is much larger.15


In their seventies and eighties, many people learn for the first time in their lives to enjoy “moments of being.” A seventy-two-year-old man in poor health tells how he finally allows himself “the sight of the first pussy willow in spring, the chance encounter with a friend, the ever-changing beauty of nature, a glimpse of a happy child, a sand lot baseball game.”16


The distance elongated by disability can be shortened only by surrender, by a giving in to the present in this way. Attention can no longer be focused elsewhere, because cracks in the sidewalk can spell devastation and rushing footsteps can mean a jolting loss of balance. Sinking into the time it takes for joints to stop aching or a heart to stop racing lets us enter into the spectacle around us. Shakespeare wrote, “Meantime, let wonder seem familiar.”17 Once we begin to make use of the “meantime,” the interval between where we live and where we are going, we gradually become accustomed to immersing ourselves in wonder.


Many older people have to hang onto parking meters while they catch their breath or hunch over mailboxes until the aching in their legs subsides. They learn to measure distances in rest periods rather than yards. One woman explains: “I find I slowly exchange time for timing—pace, rhythm, tempo in the musical sense—and that includes rests.”18 The time needed for breathing and aching can be passed by watching the shapes of clouds blowing overhead. An eighty-year-old man wrote rapturously of his acquiring the ability to live in the corporeal present:


… simply sitting still, like a snake on a sun-warmed stone, with u delicious feeling of indolence that was seldom attained in earlier years. A leaf flutters down, a cloud moves by inches across the horizon. At such moments the older person, completely relaxed, has become a part of nature—and a living part, with blood coursing through his veins. The future does not exist for him … now he has nothing more to win or lose.19
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