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Bare your wound,
 let its voice instruct us
 when we are afraid, telling us
 not only of survival and pain, but
 of courage and resistance, what it is
 to be wounded yet whole.

—Marguerite Guzmán Bouvard,
 from “Giving Testimony,” Wind, Frost & Fire







Foreword


Each person bearing the diagnosis of Alzheimer’s and each care partner orchestrating daily living offers a unique glimpse into the many faces of Alzheimer’s. The ability to care for another being is based on personal traits of character, previous history with the patient, finances, community resources, and a host of other variables. Literature should be underscoring these unique qualities of our humanness by letting readers “hear” many varied voices. And yet, the literature seldom reflects this uniqueness. There are excellent books of advice and clinical dialogue, as well as books of individual reflection, but nothing that offers the varying ideas, differing opinions, and the roller-coaster emotions of living with dementia, in a format helpful to all patients, loved ones, and healthcare professionals.

Enter Betsy Peterson—a writer, lawyer, survivor, and active participant in life. Betsy was a care partner for her beloved husband, Pete, for fourteen years before he died. Drawing on her own unique experience and voices heard in other venues—support groups, conferences, workshops, conversations with friends, books, the Internet, and interviews—Betsy has created a powerfully helpful book to fill the void in  the literature. Like Betsy herself, Voices of Alzheimer’s is warm, witty, and wonderful.

Much knowledge about medications to control symptoms, differing but related diseases, and the pathology of the disease has evolved since Betsy began her care-partnering years. This has led families to at last have hope about finding a cure or at least halting the progression of Alzheimer’s in their lifetime. The theme of hope resonates within these pages. Regardless of your relation to Alzheimer’s disease, I find it hard to imagine not feeling enriched by the collected wisdom herein.

 



JOANNE KOENIG COSTE, M.ED., AUTHOR,
 LEARNING TO SPEAK ALZHEIMER’S







Preface


What is it like to live with Alzheimer’s? Whether we are patients, family members, friends, or professionals, living with progressive memory loss and dementia is an experience that many of us find hard to talk about, even to ourselves.

This book breaks the silences between those who live with Alzheimer’s—or another disease that causes similar brain damage—and those who don’t. We complain that other people don’t understand what Alzheimer’s is like, but how can they understand if we can’t tell them?

There was so much I couldn’t talk about during my husband’s illness, even to those willing to listen. My husband “Pete” was diagnosed with “probable Alzheimer’s” in 1987. As his illness progressed, I felt increasingly lonely, as I was drawn into a separate world that had less and less connection to the other world I lived in. In the familiar, “normal” world, I went to work and did my shopping and chatted with friends and colleagues. But my Alzheimer’s world was one they could barely imagine, even if they knew of Pete’s illness. I didn’t often try to explain it: it was too painful or private, or just made me feel  more isolated. A friend might, for example, complain that her husband almost forgot their anniversary, but I would not mention that my husband could not tell you the names of his children. I could not share the little triumphs when we managed something tricky, like getting him a haircut, which became frightening for him, or the funny-but-painful moments like the time I found Pete using his toothbrush to brush his hair. It was lonely at home as Pete lost conversational skills, and it was lonely to be living in an Alzheimer’s world so unfamiliar to my friends. Yet it took me almost seven years to admit that Alzheimer’s is too hard to do alone, and to join the Alzheimer’s community that was waiting to help. For me, as for many, joining a support group made all the difference in the world.

There, as in this book, I heard many voices and many moods. We could talk honestly about the hard parts; we could share “foxhole” laughter and ease the loneliness. All of us, whether patients or those who loved them, were unwilling explorers in the strange new world of dementia. We struggled to find our way through a landscape that is always changing and to adjust to a “new normal” again and again. But at least we could compare notes with others coping with such variables and get reports from the scouts who had gone before us. We became teachers and guides for each other as well as travel companions.

That’s where I found courage, humor, hope, and love in the face of dementia. Not hope of a cure—at that time, there was no such hope, although there is now. But hope that I could find better ways to care for Pete and that future stages might in some ways be easier. Hope that I could learn to enjoy the happiness in my life and not just lament my sorrows.

If you live with dementia, as a patient or a family member or a friend, I hope the stories and insights in this book will help you connect, across the miles, with others facing a similar challenge. If you work with dementia as part of your job, I hope it will give you a larger sense of our experience. I hope too that this book will help bridge the gap between those who live with dementia and those who don’t.

Yet the book tells us more than that. It’s by people who have learned to live with Alzheimer’s, despite the illness and because of it, coming to terms with the hardships and finding the treasures hidden in this new and different world. It is a book about life itself.






The Peterson Story


Of course every illness has its own unique mix of experiences. Our story is unique, but little of it is unusual.

My husband, Frederick A. Peterson, better known as “Pete,” was diagnosed with “probable Alzheimer’s” in the fall of 1987, at the age of seventy-one. At the time, he was busily enjoying retirement, and I was working as a lawyer for a publishing company.

We had been friends for many years before we married. When we met, Pete had been teaching for many years at Phillips Academy in Andover, Massachusetts. In 1966, he was in his second year as director of the Andover Summer Session, an enrichment program for students from all over the country. He decided he needed a year-round assistant and hired me—a daring step! Andover was still a boys’ school and the Summer Session had been coeducational for only two years. During my three years in that job, his wife, Lee, and I also became good friends. Their eldest child, Rob, was away at school, but the young ones, Nancy Lee and John, accepted me as a sort of honorary aunt. The friendships continued when I moved to my next job, as an assistant dean of Yale College during the first years of undergraduate coeducation  there. We exchanged visits back and forth and enjoyed vacations on the same lake in Maine. In the fall of 1975 I moved to Berkeley, California, to enter law school. That winter, Lee was diagnosed with lung cancer that had already spread. She died two years later.

Almost as soon as I returned to Boston after graduating from law school, Pete asked me to marry him. We planned the wedding while I was studying for the bar exam, and we were married on August 20, 1978.

Pete was sixty-two, and I was forty, but those who knew Pete worried whether I could keep up with him, not the other way around. He was a man of many interests and great enthusiasms. Some of these lasted only a few years—figure skating, vegetable gardening, learning Greek so he could read Homer. But Lee used to say that Pete had three passions that endured: teaching, sailing, and herself. It was my great good fortune to become the fourth.

Pete had been a teacher all his adult life, except for service in the navy during World War II. He taught English at Andover for thirty-nine years and made his students write every day, even if only a paragraph or two. He didn’t read the newspaper at breakfast: he marked papers. He put that kind of dedication, attention, and persistence into any project he took seriously, along with excellent organizational  skills, but it was his humor and zest that really distinguished his leadership style.

When Pete retired in 1981, we moved from Andover into Boston. He rejoiced in the flexibility of retirement—more time to read whatever he chose, more time to spend on our beloved Maine lake, and lots of time to enjoy living in the city for the first time. He thrived as a volunteer, in our neighborhood, on our lake, and for the Day Sailer Association. After a few years, however, we began to notice odd gaps in his memory and thought we should check them out. He made an appointment with a neurologist, but we weren’t worried enough for me to take time off from work to go with him. That first visit in the fall of 1987 was generally reassuring—no brain tumor, only a recommendation that he find other people to pick up the leadership roles in his various activities.

The next summer we were making plans to gather family and close friends to join us at the lake to celebrate our tenth anniversary. This was just the kind of project Pete had always relished and performed with charm and efficiency. But this time he kept losing track of relatively simple arrangements. It didn’t seem quite like forgetting, but as if the memories had never been made. So we made another appointment with the same neurologist, and this time we both went.  Some months later we sought a second opinion from the Memory Disorders Clinic at Massachusetts General Hospital. Both gave the same diagnosis: “probable Alzheimer’s.”

It was still hard to believe. Pete was so full of energy and enthusiasms—and so fit and good-looking—that most people thought he was in his fifties, not seventy-two. The diagnosis was never very far from my consciousness, and somehow I both believed and disbelieved it at the same time. It is hard to come to terms with a diagnosis that begins with “possible” or “probable,” and there were many days when Pete seemed entirely his old self. For years almost nobody guessed anything was wrong. It was months before I told anybody outside the family, partly because it was so hard to imagine this lively, charming, intelligent man losing those gifts. But also, we didn’t know much about Alzheimer’s then. I vaguely remembered hearing that the movie star Rita Hayworth had gone into seclusion because of Alzheimer’s, but that was it. I was afraid people would treat Pete strangely if they knew and would think he was “demented” in the popular sense. Alzheimer’s was not yet a household word and not yet the not-so-secret fear of everyone over fifty.

In the beginning, most of the problems were relatively simple. We’d miss a social engagement because Pete forgot to tell me about a  telephone call, or he’d promise to cook dinner and forget to shop. I was impatient and irritable; I kept thinking he could do better if he tried harder. It was years before I stopped wondering whether Pete would get better if he got a hearing aid or gave up alcohol. (We experimented with both.)

My loneliness began right away. My friends didn’t know because I didn’t tell them. Worse, Pete and I could seldom talk about it with each other. We had a few important discussions, but I cannot honestly say we faced the disease together. We made the journey side by side, but in very different and rather solitary ways.

What was it like for Pete? For the most part, I can only guess. Like many men of his generation, he was not in the habit of talking about painful feelings. And talking with him about Alzheimer’s was complicated by two other circumstances. Pete did not usually remember he’d had the diagnosis, so mentioning it was like giving him bad news all over again. When we did speak of Alzheimer’s, he mixed it up with Parkinson’s and foresaw the progressive physical disability he’d witnessed in a colleague.

For Pete, I think the beginning was the most difficult phase. He was aware that he wasn’t functioning as well as he had and would swear at himself for “being stupid.” That was hard for both of us, and  explaining that he had a medical problem causing memory loss didn’t seem to help. But forgetting the diagnosis was also a gift: it spared Pete the depression and anxiety so many dementia patients suffer.

Some things got better as the disease got worse. After a few years, Pete seemed to lose his awareness of previous skills. In that respect, life became much easier for both of us. In fact, in those years I often thought Pete was one of the happiest people I had ever known—loving his family, finding much to enjoy in life, welcoming help, and no longer worrying about the past or the future. I admired that contentment and could sometimes share it, but on the whole, I was worrying a lot more than before.

For many years, Pete was able to use his intelligence to maneuver around his memory problems. He enjoyed friends and family and being outdoors and messing about in boats. Slowly, slowly, however, the dementia took a greater toll. Pete started getting lost when he went out for a drive or a walk, and he eventually became dependent on others to get anywhere or to be safe at home. I kept on working, although I eventually shifted to part-time, but the day-to-day complications became more and more demanding. I would find myself late for work because it took longer than usual to get Pete ready for the day; I would hurry home leaving work unfinished when I knew he was alone. In  other ways, too, it was something like being the single parent of a young child, but without the hope that he would grow out of it. Pete was going to need more help as time went on, not less.

Despite the complications and the losses, it wasn’t all gloom and doom. We had some wonderful trips, although these became easier if a friend came along with us. Visits with the family were always fun, although it was poignant when Pete began to prefer the grandchildren’s games to the adult activities. We had always found it magical to spend time at our camp on the lake in Maine, and we treasured it even more keenly now. In the past, Pete had thrown himself into energetic projects. He ran the sailing races and the lake environmental association; he loved chopping wood and rowing miles in his racing shell. Now he would spend long stretches of time sitting on the dock or the porch. That bothered me until I realized how actively he was watching the ever-changing light and motion on the water or in the woods. Instead of sculling his racing shell, he spent hours joyfully puttering about in our little dinghy. He became more contemplative, whereas I became busier and more outgoing. As I lost the old pleasures of Pete’s conversation and companionship at home, I had to reach out to make new friends, and I found them—in a book group, at church, and in an Alzheimer’s support group.

Although Pete’s verbal skills held out for a long time, social life became a challenge. I had never realized how much of our normal social chitchat consists of asking questions until my husband was unable to answer routine inquiries about the children or a recent vacation. It wasn’t unusual for him to tell the same story three times within a few minutes, or repeat a question again and again, or make it embarrassingly clear that he wanted to go home. As the illness progressed, he found social settings more and more confusing, which gave every outing a new unpredictability and tension.

There were rough moments and many puzzles. If he became upset, those of us who knew him well could usually understand what had upset him—too sudden a gesture, too long a wait, too much going on. But as the illness deepened, I felt so often a sense of mystery, especially when Pete no longer had any words. I remember one day in particular, when we tried to leave our daughter’s house. Pete would not get off the sofa. We let him be for twenty minutes before trying again, which was often a successful tactic, but the second attempt failed, and the third, and the fourth, and however many more. I went through my entire repertoire of strategies without success. He didn’t seem agitated, or afraid, or even tired, but he didn’t budge. Why, why? Somehow, two hours later, Nancy Lee persuaded him to stand  up. By then I was sobbing, out of sight in the hallway. I got our coats, and we led him gently to the door and into the car. What was he experiencing that made it so hard for him that day?

And what is it like to be an adult who cannot speak? Did Pete still think in words? How much of our words did he understand? We tried to act as if he understood, and often I believed he did—only to feel a few minutes later that my words had no meaning for him. But even then it seemed clear that the sounds had meaning: he would react to tone and feeling whether or not he understood the words as words.

Eventually Pete’s vocabulary dwindled to an idiosyncratic “bebe-be.” Some people thought this syllable was a remnant of “Betsy,” and I liked to think so. There had been a phase when he had lost most of his vocabulary but would often say, “Betsy, Betsy, Betsy, I love you.” And then one day I realized I hadn’t heard that for weeks. It was one of those non-events that marks a profound change.

We were lucky in many ways. Pete usually enjoyed social interaction, even as he lost language. His sense of humor and his sweetness—and his need to exert his own will—endured almost to the very end. I rarely had to deal with difficult behaviors such as wandering, violence, or catastrophic responses. Neither of us had other notable health problems, most of the time. We both escaped serious depression. We  had enough money to buy services—help at home, a day program, assisted living. Once I got over trying to do it alone, I had excellent support —from family and friends, from a support group and a superb local chapter of the Alzheimer’s Association, from the people who came to help us at home and those who staffed the day program and the assisted living center. In particular, our daughter, Nancy Lee, was always ready to listen or pitch in and to share difficult decisions. It could have been much harder.

For better and for worse, however, Pete’s illness progressed very slowly. In 1987, when he was diagnosed, the conventional prediction was that patients typically survive for another four to seven years. In our case, it was seven years before I admitted that the time had come to seek out a day program for him and a regular support group for me. It was twelve years before I gave up taking care of him at home. When he died, nearly fourteen years after diagnosis, he had outlived almost all the other participants in a large study researching the long-term course of the disease.

In January 1999, some things suddenly got much harder; for example, I could no longer count on getting his clothes off before he went to bed or on getting him out of bed in the morning. He had a  short bout with some virus and seemed sometimes just too tired to send to the day program. I was exhausted and finally admitted that the dreaded time had come. We knew he would do best in a specialized Alzheimer’s unit. By the time we made the decision, I had visited nine or ten. In February, Nancy Lee and I took the excruciating step of moving Pete into residential care at one of the many facilities run by a company called Sunrise Assisted Living.

Moving Pete away from home felt worse than a death—and as if I had to be the executioner. But at the time I told only our closest family and friends that we were taking this step, and I went to work as usual the next day. There are no social conventions or religious rituals to mark that sad transition.

Within a few months, I had settled into the odd routine of seeing my husband only two or three times a week, driving an hour each way. Pete and the Sunrise staff and I became comfortable with each other. Thank God, because in the fall of 2000, I learned that I had breast cancer. It would not have been possible to manage both his illness and mine at home.

The cancer story started simply—I didn’t even have a lump—but it got more complicated at every step. I ended up having a lung  biopsy first, to make sure an unidentifiable spot in my lung was not a metastasis (it wasn’t), then a mastectomy, and then chemotherapy. I was on medical leave from my job for four months.

Pete was too sick to understand that I had cancer, and I didn’t try to tell him. It was a very strange winter for me. Sometimes I couldn’t get to see Pete for a week or two, and suddenly most of the attention—including mine—was on my own health. Friends and family rallied wonderfully to help me through the long months of treatment. But the contrast between dealing with cancer and living with Alzheimer’s was stunning.

Part of that was purely medical. My cancer was discovered early, and after following well-established treatment protocols, I have a very good chance it won’t recur. For Alzheimer’s, however, there is still no cure. During most of Pete’s illness, there weren’t even medications to relieve symptoms. (Several are available now.) But everything else was different too. There was no ambiguity about my own diagnosis, no “probable” about the presence of cancer cells. The news was bad, but the clarity was almost a relief. And suddenly the medical world was there to help us out. As a cancer patient, the doctors offered me encouragement and choices of treatment, not the dispiriting resignation  that marked our discussions of dementia. Moreover, our health insurance covered almost all my cancer expenses, although it provided almost nothing for Pete’s Alzheimer’s care.

Even more striking, however, was the social context. Many people have learned how to help and encourage a cancer patient. I got flowers, cards, prayers, phone calls, casseroles. These were wonderfully welcome but would have been even more precious during my caregiving years—especially the casseroles.

Then, just as I was finishing chemotherapy, Pete got some kind of infection. We arranged for hospice care to supplement the staff at Sunrise. He died there three weeks later, on April 20, 2001, at sunset.

The next week, and his memorial service in the school chapel at Andover, brought a mixture of sorrow, relief, and exhaustion—but also, to my surprise, joy. Family, friends, and former colleagues and students shared their love of this man and gave new life to happy memories that had faded during his illness. The service included many of Pete’s enthusiasms: trumpet and organ, Chaucer and Robert Frost, funny stories as well as hymns and tributes. It ended with the Royal Fireworks Music—his choice. Best of all were the cherry blossoms. Over many years, Pete had raised the money  for more than a hundred cherry trees around the school campus and planted most of them himself. Somehow, despite the fickle weather that week, they were in full and glorious bloom.

Months later, Pete’s story had a surprise ending. We had, with some discomfort, donated his brain to Massachusetts General Hospital. We had never questioned Pete’s diagnosis of Alzheimer’s, which had been made by two of the best memory disorder clinics in the country, but we felt it important to honor Pete’s earlier decision to contribute to research as much as he could. When the report finally came, eight months after his death, I was stunned. He had not had Alzheimer’s. There were only a few of the plaques and neurofibrillary tangles that mark Alzheimer’s, so his brain tissue did not meet the criteria for that disease. Instead, the neuropathological findings were “consistent with the features of the group of diseases called frontotemporal dementias.” The pathologist did not venture an opinion on which of those frontotemporals it might be. In short, Pete had been the victim of a disease that was an even bigger medical mystery than Alzheimer’s.
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