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  This is a true story. However, the names and / or personal details of some of the people mentioned have been changed to protect their privacy.




  DIGNIFYING DEMENTIA is a powerful, beautifully written account of the author’s nine-year battle to care for her husband, a sufferer of Lewy Body Dementia, at home, in the face of a less than supportive medical establishment. Elizabeth Tierney’s book is moving, harrowing, fascinating and instructive. It is also the story of one woman’s determination to honor her husband’s humanity and how she succeeded against all odds – a triumphant love story.




  Victoria Williams


  





  This deeply personal saga is a memoir of love and almost impossible dedication, a true-to-life guide for those fated into the caregivers’ league. It is a guide none of us wishes to need, but a comforting resource in a time of crisis.




  Harriett Hilton, Ed.D.


  





  Elizabeth takes you into the depths of care giving and into the meaning of love.




  Elaine Winter


  





  I lost my mother to dementia. I had to find a way to accept her condition, her failure to know who I was at times and the realization that she would pass from this life in a state of confusion and terror with no peace. Dr. Tierney’s story and expression of love that defies the inhumanity of this illness offers us all that voice.




  Ken Fowler


  





  As someone whose much-loved dad suffered a similarly awful illness and death, I found your story of the day-to-day challenges, the frustrations of the sometimes indifferent, thoughtless, unhelpful, baffling, medical professionals, prescriptions, systems and your need to keep battling on simply remarkable. Your heart shows on every page. This book should be required reading for health care professionals and caregivers of all kinds.




  Margaret B. Hoffmann


  





  Many wives love their husbands, but you truly went the extra mile. Thank you for allowing me to glimpse at your soul.




  Eiran Gazit


  





  For me the book is an incredible love story. But, the book is also a must read for anyone experiencing family or friends with dementia. The reader will learn about love, compassion, commitment, and also about the practical things that one needs to know and consider about care, resources, the healthcare system and human dynamics. All doctors should read this book, along with leaders and caretakers in healthcare organizations and institutions. Elizabeth Tierney dignifies dementia and can help others do the same for those they love and care about.




  Michael Wheeler




  PROLOGUE




  The only kind of dignity which is genuine is that which is not diminished by the indifference of others.




  Dag Hammarskjöld
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  Diagnosed with dementia in 1997, my husband, Jim, lived at home during his illness and died there in January 2006.




  I wish this story were fiction, but it is not. Jim might have considered my writing about him a betrayal, and ‘betrayal’ is the word he would have used.




  Far from a betrayal, this is both a love story and an attempt to reach out to others who are living through or who will live through a similar tragedy. It is written in the hope that others might benefit from what I learned as the caregiver of a dementia victim. Only then will Jim’s cruel affliction serve some purpose, because it might help others feel less lonely, bewildered, angry or frustrated than I did, shorten the dreadful learning curve, or encourage others to ask more questions and make fewer assumptions. And because it might remind members of the health care industry – from physicians to orderlies, from agency administrators to certified nursing assistants – that dementia victims and their loved ones are human beings who deserve respect, kindness, empathy and patience, so often lost in our fast-paced society. The diagnostic process I describe was painful and disappointing; perhaps someone else’s experience might be easier. Caring for Jim was exhausting; perhaps someone else’s caregiving might be less draining. Losing Jim this way – incomprehensible. I offer no advice about repairing a broken heart. I can do nothing for mine.




  During the years of Jim’s illness, when I overheard people arguing over what to buy or where to eat or what store to go to, I wanted to walk over to them and say, “You are wasting precious time. You never know what might happen, what may be taken away.” In fact, someone once said to me, “You must have just realized what you lost.” No, happily and sadly, I knew.




  Jim probably suffered from Lewy Body Dementia (LBD). Why ‘probably’? Only an autopsy would have been definitive, but on the day he died, too stunned, I forgot to remind the funeral home to send his remains to the Alzheimer’s Disease Research Center at Duke University.




  Most people are probably more familiar with Alzheimer’s Disease (AD) – as one aide called it, ‘Old Timer’s Disease’ – and use that name for all dementias. Sadly, there are others. According to the Alzheimer’s Association, 50% to 70% of dementias are Alzheimer’s but there’s also Parkinson’s Disease with Dementia (PDD), Creutzfeldt-Jacob Dementia (CJD), Normal Pressure Hydrocephalus (NPH) and Pick’s Disease (PiD), to name a few.




  They remind me of the initials of the Roosevelt years: SEC, TVA, FDIC – initials designed to make a country well, unlike these, which are destructive, heartrending initials for illnesses that steal the victims from the people who love them and from themselves. These illnesses are not ‘long goodbyes’. That phrase is too genteel. Watching someone lose his or her mind and body is not polite. It is rude and mean-spirited. True, it can be ‘long’; for us, it was almost a decade.




  Tragically, these neurodegenerative illnesses affect many lives, and the number of dementia sufferers is expected to rise significantly over the coming decades – with no cure to date. In December 2005, The Lancet reported the findings of a major study indicating that, by 2040, the number of victims will be a staggering 81.1 million people, with a diagnosis every seven seconds. According to the 2010 Alzheimer’s Facts and Figures, 5.3 million people in the United States have Alzheimer’s. I remember a physician’s saying, “People in nursing homes either have dementia or are about to get it.” While these diseases are spoken about in terms of millions, they are about individuals, the victims themselves and the people who love them – the caregivers.




  These diseases are heartless to victim and caregiver alike. I still see the terror in Jim’s eyes when he didn’t recognize me or his own surroundings, and I still feel the heartache when I could do nothing to help him. Dementia brutalized him and stole the love of my life from me. It altered him, us and me.




  Jim was neither wealthy nor powerful; he was not an Alzheimer’s sufferer like Ronald Reagan, Iris Murdoch, Charles Bronson, Sargent Shriver, Perry Como or Charlton Heston, nor a Parkinson’s victim of the stature of Janet Reno, Michael J. Fox or John Lindsay. Jim’s picture did not appear on the front page of The Independent, The Times or The New York Times when he died. He was simply a gentle soul and a good man.




  This book is divided into four sections. Part One describes our life together before Jim’s illness and the first signs that all was not well. Part Two tells of our desperate search for a diagnosis and the beginning of his decline. Part Three speaks of his continuing deterioration and my acceptance that I needed help caring for him and the implications of that realization. Part Four is about the emotional and economic costs associated with his illness.




  This is not a medical text; it is the story of our experience with dementia and the lessons I learned as I tried to be his voice, to maintain his dignity and to care for him and for me.
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  A short winter this one,


  When all the joys of spring


  Conspire to lie about the season.




  Nothing here is real,


  Not snow, not cold,


  Not raw damp chill upon the heart;


  But the soft whisper


  And the private look,


  And the sweet touch of a gentle hand.




  A short winter, this one,


  To learn a rule of life:


  One must be content


  To be happy in small ways.




  Jim Tierney




  PART ONE




  It is voiceless now and sad beyond commentary.




  Pat Conroy
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  I lay in bed listening for the sound of Jim’s breathing. Under the blanket his body was still. In the darkness, I couldn’t see his chest moving, and in the silence I couldn’t hear a sound. Is he alive? Please, Love, please be alive. Oh, God, is he dead? Please, be gone. Then it’ll be over. No! No, Cookie, please don’t be dead, please.




  I inched up onto my left elbow, moved my right hand near his face where I thought his nose must be, took a deep breath, let it out and closed my eyes. I felt the warmth of his exhalation on my palm. He’s alive. Thank God! Thank God! But, oh, it would be easier if he weren’t breathing, if he were dead. Easier? No, I’m not sure, but the ordeal would be over – quietly and peacefully in his sleep.




  Was Jim as ambivalent as I was about his dying? Was he even aware of life and death? ‘Ambivalent’? What a word! The 4:00 or the 7:00 movie? Pizza or a sandwich? That’s ‘ambivalence.’ Given Jim’s demented condition, why, one might ask, would I want him to live or die? Because if he died, I would miss that miraculous smile, those laughing blue eyes, and the remnants of his speech, those once-a-day utterances – without context – when he was ”leaving for Ireland with the President” or “going to teach me rugby.” Why would I want him to die? Then this seemingly cell-by-cell death would be over, as would my standing by watching a vital person transformed into a drooling infant.




  For nine years, we were in limbo. How had we come to this point?
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  In the summer of 1997, I rushed Jim to the emergency room at our local hospital because he was bleeding rectally. A doctor took Jim’s history and then asked to speak to me outside the cubicle where Jim was lying on a gurney. I am five feet tall. The emergency room doctor, a man over a foot taller, looked down at me and said, “Your husband has dementia.” Without another word, he strode down the corridor. Dumbfounded, I watched him walk away and knew without a doubt that this guy was an idiot!




  What did he mean Jim had dementia? What kind of diagnosis was that and on what did he base it? Nothing was wrong with Jim’s mind! He spoke clearly. He responded to questions. Why? For heaven’s sake, Jim was bleeding and scared. Because Jim turned to me for some of the details of his medical history? Because he couldn’t remember the date of the lithotripsy for his kidney stones? Was that why?




  Jim could have cared less about medical details. In fact, he disliked dealing with medicine, and to Jim, doctors were the same as auto mechanics. They knew how the body worked, and you went to them to get the car or the body serviced or the part replaced. Being the medical historian was my job, not Jim’s. It was part of our unofficial pre-nuptial agreement. I answered the phone, remembered birthdays and made the appointments with dentists, doctors, plumbers, electricians, friends and family.




  Jim, on the other hand, cooked, vacuumed, washed the dishes, waxed the floors, and dumped the trash. He did the laundry. He made the bed in the morning, and if I ventured into his territory, he took the trash bag or vacuum out of my hand. Occasionally, I was permitted to cook.




  Jim didn’t have dementia. I knew what dementia was. I had seen the results of the scourge. My father was diagnosed with Parkinson’s with Dementia and needed a ‘minder’ for years, until he was admitted to a nursing home because his violent outbursts became too much for my frail, osteoporotic, rheumatoid-arthritic mother. My dad, the surgeon, loved practicing medicine, solving crossword puzzles, reading, going to art museums, and walking his dog. My dad, who took up the flute in retirement, had been reduced to a shell of a man unable to talk, walk or see. I knew dementia destroys lives and homes, causes the normal to become abnormal and the abnormal the norm. Good grief, Jim was not demented. He had rectal bleeding!
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  So besides our division of labor, who were we? We were simple folks, living uncomplicated lives. Jim was James, Seamus in Irish. His middle name was Benignus – for Brother Benignus, a local priest in Ireland. I am Elizabeth. Ours was a second marriage for both of us. He was a kind, unassuming man, who earned his living as a teacher and educational administrator. He was the funny, intelligent, hard-working, sensitive man I was fortunate enough to meet, fall in love with and with whom I spent half my life. I knew Jim for over 30 years and was married to him for 25.




  A colleague introduced us. Jim was the Chairman of the English Department in a new high school in New York City. After six years at one school, I had become increasingly uncomfortable walking up and down the stairs with the kids and with the installation of a metal detector in the lobby. I saw a student carrying a gun at a dance, lost another who was killed after he made a winning basket at an after-school center and learned that yet another student missed classes because of the bullet wound in his leg. I was ready for a change.




  The interview with Jim Tierney was scheduled for June 14, 1974. I remember the charm of the man; he remembered my red dress. A few weeks later, Jim called to offer me a job. I said, “Yes” and taught English in his department for four years, until I earned my doctorate and accepted my first supervisory position.




  In late December 1974 we were chatting outside his office after school; the conversation became personal. He knew I was a single parent. “How come you never remarried?” he asked. “Because I never met anyone like you,” I said. Silence. Where did that come from? I was trembling. We said, “Good night.” I left. What had I said!




  The next morning as I was punching in my time card, Jim put his head in the doorway of the front office, smiled and said, “I have made a decision.” With those words, our love affair began.




  Jim was married at the time, but once he announced that he had made a “decision,” we met at a local diner where we talked for hours, or we sat and talked in a cold car in a parking lot. It wasn’t until a grad school classmate of mine offered us her apartment that we became lovers.




  The following spring Jim moved out of his house into his own apartment. He left with his clothes, a box of books, some photographs, some paintings and a mountain of guilt. Instead of having more time together, Jim distanced himself from me. He brooded, drank his Beefeater’s Gin, cried, drank and cried. On some days he invited me to come over for a few minutes after school, but as the gin flowed, he said, “Go home.” He was riddled with guilt, and I felt helpless as I watched him weep, drink and regret.




  In our years together Jim never talked to me about his first marriage, but a few years ago, an old friend of Jim’s said, “Jim’s marriage had been over for years; he stayed until the kids were grown.” I never heard Jim say that, but he was a fiercely private, decisive man who could say, “Let it go,” and did, while I, the worrier, dwelled.
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  Jim mended slowly from leaving his marriage; we lived apart. However, when a school district offered me an administrative position, Jim said, “Let’s live together.” We did. Then, after Jim’s divorce became final, we married in a judge’s law office. Romantics that we were, we both had gone to work in the morning and celebrated by dining out that evening with Ellen, my daughter, the other important person in my life. Over the years we celebrated birthdays and anniversaries with dinner or lunch at a restaurant.




  A sensitive soul with demons and self-doubts, Jim was a respected administrator, who worked hard and fostered loyalty. If school began at 8:30, Jim was there at 7:00. He served the teachers and the principal, who considered him his consigliere. Not only did Jim work long days, he also worked long weeks. When I met him, he had his day job, his night job and his weekend jobs – one at a Yeshiva – and when he quit the weekend job, he immediately became an adjunct instructor at a local college, where I taught also.




  Jim cared about making a difference in education. One piece of advice he gave me when I stepped into my first administrative job was, “Do everything you can to help teachers improve, but be prepared to make a decision one way or the other the very first time you observe them.”




  He had a beautiful voice, was soft-spoken and mild-mannered. Only once do I recall his losing his temper at work. Those of us who heard his raised voice were stunned. Jim Tierney shouting? I mustered the courage to ask him what had happened. He winked at me. He said, “I wasn’t angry. It was meant for everyone to hear.” He grinned and said, “It’s important that people think you’re a little nuts.” He was right. We all toed the line after that.




  When I became a supervisor, college lecturer, assistant superintendent, trainer, writer, speaker, whatever, I turned to Jim to help solve problems, because his skills, gut, patience, good sense and wit were invaluable.




  For example, in my new district, the superintendent delighted in using my shiny, new doctorate as a wedge among his other administrators. Divide and conquer, I supposed. Each quarter the superintendent evaluated us with a ‘motivational document’ he had developed. On each of over 200 items, he gave a ‘C’ for commendable, ‘S’ for satisfactory or ‘N’ for needs improvement. After each evaluation the administrators would gather and ask each other, “How many Cs did you get?” Jim had suggested that, after the evaluation, I innocently ask my colleagues, “How do you get Cs?” I did. Immediately, my colleagues became solicitous. With one strategic question, my guru had diffused the tension.
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  While Jim had a Machiavellian, sardonic sense of humor, he was also a self-effacing loner, who frequently said, “I’m not good at small talk.” Despite that opinion, people were struck by his intelligence, humor and enviable command of language. He had a mellifluous voice and a wonderful laugh. But he struggled with a sense of inadequacy. Believe it or not, he was loath to change a light bulb for fear of breaking it. He would ask me, half in jest, what I saw in him. He said, “I am an old man, and you are 16.” Not quite, we were 10 years apart. I was 55 when he was first diagnosed with dementia; he was 65.




  As for his physical health, nothing unusual, he struggled with high blood pressure, high cholesterol, kidney stones and, eventually, poor hearing. Ironically, once he became ill, his blood pressure was perfect.




  His insecurity probably stemmed from his childhood, about which he often spoke. A Leo, he was born in the Bronx, New York, on August 19, 1932, of an Irish mother and father who had immigrated to the United States. According to her death certificate, his mother, Anna, died of a postpartum hemorrhage on the day of his birth – a fact that colored his life. His father returned to Ireland, and Jim was left in the care of his grandmother, who eventually brought the toddler back to Drimnagh, a working class neighborhood in Dublin, there to be reunited with his father – and his father’s new wife.




  Jim often said, “I felt I didn’t belong to that family.” When Jim was a young teenager, he found a Mass card with the name Anna Geary Tierney on it. Only when he confronted his father with it was he told of his mother’s death and learned that his ‘mother’ was his stepmother and the other children, stepbrothers and stepsisters. Only then was he introduced to his mother’s family in Aglish, County Waterford. When I met Jim, he spoke with affection of his Uncle Jack and seemed removed from the rest of his family – particularly his father.




  According to Jim, his father was impatient and frustrated by Jim’s lack of manual dexterity and by his love for books. A voracious reader, Jim talked of ‘mitching’ (cutting) from school, strolling along the used bookstalls by the River Liffey, or biking into the Dublin hills to read, or hiding under the covers at night with a book. Jim won a scholarship to the prestigious Synge Street School in Dublin, where, like his father, the Christian Brothers beat him.




  Jim needed to read every day: newspapers, magazines and books. He read a daily paper, preferably The New York Times and, on Sundays, he savored his favorite section, the Book Review. Until the editorial changes, he looked forward to the arrival of The New Yorker and read it cover to cover and missed the Saturday Review. Jim’s idea of a good time always included a book: Friel, Parker, Yeats, Wilde, O’Neill, Synge, Shaw, McDonagh, O’Faoláin, Higgins, Trevor, le Carré, Kinnell, and Ellman.




  In time, Jim’s father re-immigrated to the States with his family. Once again in New York City, Jim attended Power Memorial and went on to Fordham University. He worked; he studied; he married. He said to me, “I married in part to get away from my father.” Jim had four children.




  While he was in school, he had a part-time job at the now defunct men’s clothing store, Rogers Peet. An Irish-Catholic in a predominantly Jewish business, he referred to himself as the “token goy.” Clothing and appearance mattered to Jim, and Ireland and Rogers Peet influenced his style: herringbone tweeds, moleskin slacks, silk rep ties, Johnston Murphy shoes or his elegant Ferragamo loafers. An Irishman, he probably would have worn his Sunday best when he gardened if I hadn’t introduced him to the notion of wearing blue jeans and Rockport sneakers.




  [image: ]




  Rockport shoes and Rockport, Massachusetts – Jim loved the sea, to travel and have ‘adventures.’ With the extra money I earned from seminars based on my dissertation on the use of the novel in the training of managers, we rented a house in Rockport, Massachusetts for the summer. There, we walked along Marmion Way, along Back Beach into town, up to Bearskin Neck to look at the water, the lobstermen and their boats.




  He also loved gentle hill country. One weekend we went to Berkshire County in Western Massachusetts. On the drive back to our rental apartment near the city, he suggested we consider buying a house in Columbia County in upstate New York – it reminded him of Ireland. And, he said, “A house would be a great tax write-off.” Irishman that he was, Jim preferred owning rather than renting.




  So, on another weekend, we went to look for a house. On the way, we played ‘Which House Would YOU Buy.’ Near the realtor’s office, we saw a little white Cape sitting on about an acre of land. We both shouted, “That one!” We described the house to the realtor who said, “It’s for sale and has a low bid on it.” We looked at the house and made an offer: one afternoon, one house, one offer – a few phone calls later, a mortgage application, help from my dad, and we were homeowners.




  We had a weekend house. There, our cat, Mulligan, roamed about the yard, stalked deer, caught garden snakes, brought field mice to the doorstep, pounced on falling leaves and was nearly savaged by an enraged blue jay.




  Our neighbors, Peggy and John Simpson, were kind, generous and, unknowingly, anxiety-producing. If Jim saw John driving his tractor mower, Jim would laugh and say, “Oh, God, I have to get out there. I can’t have our grass a quarter of an inch higher than John’s.” And off he would go to mow.




  Jim planned and farmed a patch of land; he grew tomatoes, corn, grapes and asparagus. He plotted revenge on Japanese beetles, deer, woodchucks and rabbits. He cleared raspberry bushes and reclaimed land. Meanwhile, I worried about his blood pressure and overexertion, as I watched him pushing his mower up the back hill. He was delighted with the used, red Ariens tractor mower I bought him for his birthday.




  In essence, life was easy. On Sunday mornings we headed to the Bakery for pancakes or French toast. When Jim wasn’t mowing, raking, pruning or weeding, he was in the hammock reading a book or The Sunday Times. In the winter we read by the fire and walked in the snow.




  Like most weekenders, we delighted in the scenery, the fresh air and the quiet. Soon, we decided to leave on Monday mornings at 4:00 am, rather than drive back to our apartment on Sunday afternoons. That way we had a few more hours in the country before heading back to work. Jim drove. I was the deer lookout, and the threat of a snowstorm didn’t stop him from making that two hour and 10-minute drive each way every weekend. In all, we may have missed only one or two weekends a year.
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  Eventually, we thought about giving up our apartment near the city and living full-time in the country. To do that we needed jobs in the area. One Sunday we saw an ad for the English Chair at Hudson Valley Community College (HVCC) in Troy, New York, about 40 minutes north of our weekend home. We decided we would both apply for the position, and, if either of us got the job, we could become full-time residents. Amazingly, we were both called for interviews – on the same day – at 10:00 and 11:00. I went first, and on my way out I whispered to Jim, “It’s your job. They have union troubles.”




  Jim had been the United Federation of Teachers’ (UFT) chapter chairman before becoming an administrator. The selection committee at Hudson Valley Community College put three names before the board: Jim’s, mine and that of a third candidate. We waited several months to hear the results. I was number two. They named Jim Chairman of the English Department.




  Thus, our weekend house became our year-round home. Two years later when we were on vacation in Ireland, Jim called his secretary, Lorraine, from a phone booth on a windy Rosses Point in County Sligo. For an unassuming man with his own demons and insecurities, that call was special. Jim had applied for another position at the college. Lorraine told him that he had been named Dean of Liberal Arts and Sciences. He looked so proud and happy, and I was thrilled for him. To celebrate, he said, “Buy yourself a present.”




  “Get something for yourself,” was typical of Jim. At times his reluctance to celebrate or buy gifts for me or for anyone else made me ‘nuts.’ I, on the other hand, loved to give him presents: books, pipes, trips, clothes and even tractor mowers. When it came to buying presents or to writing poetry, he had to be perfect – certainly never wanting. Would that he had written more.




  His forgetting my 50th birthday was particularly painful. I remember looking at him just before I left for work, saying, “Would you please wish me a Happy Birthday?” He grimaced. Don’t ask me how he managed it, but within minutes, I was feeling sorry for him because he was feeling guilty about having forgotten.
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  Even though I had applied for the chairman’s job at HVCC, within three years of earning my PhD in education I wearied of the school business. I resigned my administrative position and took a job as a recruiter with a personnel agency in Manhattan. Despite welcoming the change, I was terrified of leaving my job, my profession and working on commission.




  My mother’s reaction was, “What are you making? Nothing?”




  Always my supporter, Jim said, “You’re the gutsiest broad I know.” And added, “Don’t worry. We’ll be fine.”




  He was right.




  I enjoyed personnel work; it was fast-paced, required listening, planning, problem-solving, motivating, involved no committees, and I felt I had a more immediate impact on someone’s life. But once Jim was working full-time at the college, I began looking for work upstate because the six-hour, round-trip, scenic commute into the city by car and rail was expensive and exhausting. In time we commuters came to know each other very well; we knew who slept, worked or chatted on the ride into Manhattan. We even organized a picnic for commuters and trainmen at Claremont Park. Around the holidays, regular passengers brought chocolate truffles and wine.
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