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				Praise for A Dignified Life . . .

				“A Dignified Life is a compassionate, well-written and extremely valuable resource. Using the Best Friends approach outlined in the book, caregivers are provided with a wide range of practical tools and strategies for how to deal with the many challenges of coping with this difficult disease. I highly recommend A Dignified Life both for professionals and family caregivers.”

				—Ken Dychtwald, PhD

				CEO and founder of Age Wave

				“Alzheimer’s disease causes anguish to millions of caregivers and family members. Few diseases are feared more, with its loss of memory, identity and ability to recognize loved ones. It is these loved ones who must face enormous responsibilities that they are seldom prepared to handle alone. A Dignified Life is supportive and practical, offering a down-to-earth, comprehensive approach for providing care for people with Alzheimer’s.” 

				—Robert N. Butler, MD 

				founding director of the National Institute on Aging and Pulitzer Prize–winning author of Why Survive? Being Old in America

				“The Best Friends approach was a miracle for our family. My mother thrived on this friendship approach at her day center, and this affirming philosophy helped me through some difficult times. I can definitely recommend this book to anyone on the journey of dementia. I’ve become a big advocate for Best Friends.”

				—Jan Cerel 

				Caregiver (Lexington, KY)

				“As a gerontologist, I hear from families every day about the challenges of Alzheimer’s care. Virginia and David’s Best Friends approach is full of helpful advice, success stories, tips, and techniques for turning failure into success. It’s the best book on Alzheimer’s care!”

				—Amy S. D’Aprix, MSW, PhD, CSA

				founder of Essential Conversations, Inc., and author of From Surviving to Thriving—Transforming Your Caregiving Journey

				“This life affirming and positive philosophy brings dignity to our residents with dementia, our staff, and our families at Prestige Care. A wonderful book full of wisdom and success stories.”

				—Hollie Fowler

				Senior Director Product and Brand Development, Prestige Care

				“Helping patients and families cope with Alzheimer’s disease is one of the major challenges for our society. Bell and Troxel have provided an outstanding guide for anyone involved in the care of individuals with Alzheimer’s disease. The Best Friends method is an innovative, sensitive, and unique approach that can greatly improve the quality of life for patients with the most devastating disease known to humankind.”

				—William R. Markesbery, MD

				past director, Alzheimer’s Disease Research Center and Sanders-Brown Center on Aging, University of Kentucky

				“We know that people with dementia and their caregivers have some of the same essential needs regardless of country, culture, or traditions, and we know that using a person’s life story is the key to meeting those needs. The Best Friends approach to dementia care beautifully articulates this universal truth and supports Home Instead’s ‘to us it’s personal’ philosophy. It is highly recommended!”

				—Jeff Huber

				president and chief operating officer, Home Instead Senior Care

				“Truly a must read for all those who care for people with dementia. A Dignified Life is packed with effective and practical advice and full of humanity. It shows that there is much that can be done to help make the lives of both caregivers and people with dementia better and more fulfilling. I give it a five-star rating.”

				—David Snowdon, PhD

				author of Aging with Grace

				 “As a neurologist, I dream about the day that we will find a cure for Alzheimer’s disease. Until that time, the Best Friends approach is here to give families practical tools for bringing out the best in persons with Alzheimer’s disease. This is a well-written, insightful book that gives caregivers a life-affirming, practical framework for approaching this difficult disease. I recommend it to my patients and their families.”

				—Donna Masterman, MD

				medical director, Genentech, Inc. 

				“Caregivers can easily become overwhelmed by the daily challenges facing them. The Best Friends approach will give you simple, easy-to-learn tools that can make the most daunting problems seem easier to cope with. I highly recommend this book.”

				—Elaine St. James

				author of the international book series Simplify Your Life

				“T. S. Eliot once described friendship as ‘the inexpressible comfort of feeling safe with a person having neither to weigh thoughts nor measure words.’ Virginia Bell and David Troxel succeed in describing the many aspects of friendship necessary for helping a loved one to journey safely through Alzheimer’s disease when ordinary thoughts and words often fail. Families will find this to be a useful guide.” 

				—Daniel Kuhn, MSW

				 author of Alzheimer’s Early Stages and The Art of Dementia Care

				“Virginia Bell and David Troxel are leaders in the field of aging. Their words will offer caregivers new ideas and new hope as they face the challenge of Alzheimer’s disease and dementia.”

				—Gloria H. Cavanaugh 

				former president and CEO, American Society on Aging

				“For every friend, relative, or caregiver to a person with Alzheimer’s, A Dignified Life offers practical advice, compassion, and optimism in understanding and dealing with the challenges they face each day and on how to bring out the best in the person with the disease, so that a life that seems at times hopeless can be a life of love and dignity.”

				—Jack Canfield

				author of Chicken Soup for the Unsinkable Soul

				“The Best Friends book is my ‘go to’ resource for helping families and professionals caring for persons with dementia. Virginia Bell and David Troxel have created a life affirming and easy to use philosophy of care that brings out the best in the person with dementia. The Best Friends approach can turn around behaviors that are challenging, support good communication, and help care partners create a successful day.”

				—Elizabeth Edgerly, PhD, chief program officer, 

				The Alzheimer’s Association, Northern California and Northern Nevada Chapter
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				INTRODUCTION

				Receiving a diagnosis of Alzheimer’s disease or other dementia is devastating news, both for the person being diagnosed and for his or her friends and family. Dementia gradually robs individuals of their memory, judgment, language, and eventually their physical health. It takes away a person’s independence. Dementia also can prove devastating for husbands, wives, partners, adult children, and other family members. Caring for a person with dementia may mean giving up your career, balancing the needs of your own children with dementia care, or postponing dreams of “the golden years” of retirement to face the often physically and emotionally stressful task of providing supervision, support, and care.

				Yet, there is reason for optimism. A worldwide research effort is under way to conquer Alzheimer’s disease and other dementia. More support groups, educational programs, day centers, and specialized residential and in-home support programs are being developed all the time. We are also learning so much about how to interact with the person with dementia. Contrary to what many people believe, much can be done to improve the lives of people with Alzheimer’s disease to help them feel safe, secure, and valued—to help them live a life with dignity—and, in turn, create a more meaningful and manageable experience for caregivers.

				When this book was first published in 2002, it represented the first comprehensive approach or philosophy of care written just for families. The book had a simple premise—that what a person with dementia needs is a best friend, someone who understands, is supportive, communicates, and encourages activity and engagement. The Best Friendstm approach and this book enjoy continued popularity because the philosophy it presents is easy to learn, understand, and apply to your caregiving experience. This approach has helped thousands before you and will help you recast or rethink your own life supporting a friend or family member with dementia, transforming caregiving from a burden to a more rewarding and successful experience with fewer frustrations. Learning the Best Friends approach will teach you what we call “the knack” of providing good care; the art of doing difficult things with ease.

				The Best Friends approach will give you valuable insights and skills for your caregiving journey. Irene Elam, who embraced the Best Friends approach in her husband’s care, sums up her experience in this way: “From early on, I made up my mind to do three things: I wasn’t going to raise my voice, I wasn’t going to argue, and I was going to keep my sense of humor any way I could.” You can begin to travel the same journey that Irene traveled. Let’s take a look at the Best Friends approach:

				
						
Understanding what it’s like to have dementia: Behaviors that seem strange or unreasonable become quite understandable when you know their origins. The Best Friends approach suggests that having empathy and knowing what is causing a behavior allows you to give individuals with dementia what they need when they need it, whether it’s reassurance, physical contact, or something that helps them “save face.”

						
Knowing and using the person’s life story: Persons with Alzheimer’s disease forget much of their past. It is important for us to be their biographers and know and use the life story. This helps us recall happy times and successes (Dad’s hole in one on the golf course) and also redirect the person when he or she is having a bad day (calming agitation by asking Mom to teach you how to make her famous apple pie). 

						
Knowing just what to say when communication is breaking down: Alzheimer’s disease damages the ability of a person to understand and be understood. When the person with dementia is in his or her home of thirty years saying, “I want to go home,” or is telling you that she has just had a bath when she has not bathed in a week, the Best Friends approach offers practical tips, examples, and guidelines that can help. There is a wrong way and right way to communicate with a person with dementia.

						
Offering the right activities in the right way: Because persons with dementia may no longer be able to take part in activities they once enjoyed, or initiate new ones, they can easily become isolated, bored, and frustrated. The Best Friends approach will help you understand the importance and purpose of activities and offer ideas to stay engaged throughout the day. 

						
Supporting a spiritual or religious life: As dementia progresses, it can become difficult for the person to stay connected to a past spiritual life. The Best Friends approach honors the spiritual life of all persons. You will find many ways to nurture the spirit through art, music, and nature, in addition to religious faith. Spiritual traditions, rituals, and activities can continue throughout the illness.

						
Being your own Best Friend: Many individuals giving care become so consumed with their roles that their own physical and emotional health suffer. They stop doing the things they once enjoyed and become as isolated as the person in their care. The Best Friends approach will help you develop a personal strategy for maintaining your own well-being, even while facing one of the most difficult challenges life can dish up.

				

				* * *

				The Best Friends approach was first described in a book originally published in the late 1990s, The Best Friends Approach to Alzheimer’s Care (Health Professions Press, 1996), written for professionals working in long-term care settings. Much to our surprise, however, the first comment we received after the book was published was not from a nursing home administrator or a day center director, but from a woman with early-stage Alzheimer’s disease. Ruth McReynolds told us that our book had helped her become more accepting and optimistic about her future. Since that time, we’ve met many persons like Ruth who have expressed their appreciation for the inherent dignity of the Best Friends approach.

				An early advocate for our approach was Elayne Brill, founder of the Alzheimer’s Association in the greater San Francisco Bay Area, who claims to have “lived through the dark ages of Alzheimer’s.” When she cared for her husband George in the 1980s there was almost no public information or support. “I wasn’t prepared to be open to a more positive approach to this terrible disease, but I embraced Virginia and David’s Best Friends philosophy. It all began to make sense. I never thought I’d say it, but you can come out on top.”

				We knew that the Best Friends approach wasn’t just for professional caregivers, but for family caregivers like Elayne as well. A Dignified Life was written to speak more directly to the circumstances and needs of families that are thrust into a caregiving role by this disease.

				The stories of the transformative effects of the Best Friends approach are boundless. Rita West Paustian’s is just one example.

				I struggled when my mom was diagnosed, as I live in Auburn, Washington, and felt increasingly guilty because I wasn’t there to help my Dad [in Kansas]. Also, I realized I was “losing” my mother. On one of those visits, my Dad gave me information about Best Friends, which quickly became my “bible.” I had often wondered how Dad seemed to know just how to engage my mother so that she continued to feel needed and loved. . . . He was putting your ideas into practice. My mother’s life, as well as ours, was enriched during that difficult time thanks to everything we learned about being a Best Friend.

				Putting the Best Friends approach into practice helped Rita’s father be a more empathetic and successful husband, and it helped Rita make the most of her visits with her mother.

				Best Friends has been embraced in formal care settings and by professionals around the world. Programs in Australia, Brazil, Canada, Finland, Germany, Great Britain, Hungary, Italy, Lebanon, South Africa, and Taiwan are among many other countries using our approach to care. The books have been translated from English into seven languages. In the United States, a number of state governments now consider the Best Friends approach a “best practice” and are providing Best Friends training to long-term care providers and families. Alzheimer’s Association chapters and groups ranging from Maine to Oregon have embraced the philosophy of care, offering conferences, workshops, online programs, and training curricula. Long-term care providers including residential care companies and in-home providers have also adopted the philosophy. EMTs and paramedics have received Best Friends training; it helps them make a connection and provide reassurance and comfort even in times of crisis. Dr. Nori Graham, a physician and past chair of the London-based organization Alzheimer’s Disease International, sums up quality dementia care in a way that is very much in keeping with the spirit of the Best Friends approach: For Dr. Graham, the key to successful dementia care is “informed love,” and success comes from knowledge mixed with a caring, gentle attitude and approach.  

				This revised edition of A Dignified Life: The Best Friends Approach to Alzheimer’s Care contains insights from individuals who are using the Best Friends approach every day. It also reflects new ideas and trends in dementia care. The new edition:

				
						Reflects upon contemporary ideas and trends that have emerged since its original publication in 2002. We now know so much more about the “other dementias” (for example, vascular dementia, frontotemporal dementia, Lewy body and Parkinson’s-related dementia, and others). This book expands its discussion of these dementias.

						Offers more tips and suggestions on how to manage behaviors that are challenging.

						Expands upon the benefits of engagement and activity—both planned and spontaneous. We now know that activities including exercise and music along with lifelong learning are good for all of us, including persons with dementia.

						Offers new stories from many of the persons with dementia and their families we have met during the past ten years, including some professionals who have embraced this philosophy of care in their own work.

						Explains new resources and services for families, including the rise in hospice care as a key service for persons with dementia.

						Describes surprising ways to use the Internet for activities and engagement.

						Introduces the Best Friends website (www.bestfriendsapproach.com), which can update you on our work and provide a forum for our readers to share their own success stories and questions.

						Updates suggested online and community resources.

				

				A Dignified Life is written to help you rethink your approach to care, learn how to be a Best Friend to the person you are concerned about, and approach your role with more confidence, skill, and success. By applying what you learn from reading this book, we hope that you and your loved one will soon discover that, truly, a Best Friend can provide the best care. 

				The book draws from a wealth of experience working directly with people with dementia and their friends and families, including our work with local chapters of the national Alzheimer’s Association, a university research center, dozens of in-home and residential and day center care providers, and the Best Friends Day Center program in Lexington, Kentucky. The Best Friends Day Center, opened in 1984 under the name The Helping Hand Day Center, was one of the first dementia-specific adult day programs created in the country and has become a model program, in large part because it embodies the Best Friends philosophy. Many of the examples in this book are drawn from our experiences with the center’s participants and their families. 

				There are a number of important ways in which this book differs from other books you can find on Alzheimer’s care. 

				First, the authors have adopted a positive, optimistic outlook. We share many success stories that will help you learn how to avoid falling into the trap of hopelessness and helplessness. In dementia care there are typically good days and bad days. The Best Friends approach will help you have more good days.

				Second, all stories mentioned in this book are real and include the full names of the people involved. We do this to reduce the stigma of Alzheimer’s disease, to bring it out of the darkness. We worried that families would be uncomfortable telling their stories, but when we asked them for written permission they all agreed. They did this to remember or honor their loved ones and to support a greater understanding of dementia. We commend them for their openness and encourage the reader to learn more about the real people we feature by reading their short “Biographies” at the end of the book.

				We would like to draw the reader’s attention to the following points:

				
						While much of the public focus has been on Alzheimer’s disease, this book looks at “Alzheimer’s disease and other dementia” and we use that language throughout. The word dementia is an umbrella term encompassing many diseases and disorders that impact thinking, language, memory, and brain health. The Best Friends approach applies to any dementia.  

						We introduce a term that may be new for readers of this book who are familiar with the commonly used word caregiver. In this book we choose to use the phrase care partner to describe those friends and family members who are there for the person with dementia. This term is in wide use internationally and is making its way into the United States. It reflects a contemporary view that the person with dementia still has much to offer if given the opportunity and in the right way; they can be a “partner” in their own care. We understand that it may not always be an equal partnership—caregivers often have to do most of the chores, driving, cooking, helping the person in the shower, and much more—but the Best Friends approach will help you build cooperation so that care is less one-way. 

						All authors writing in this field struggle with describing the man or woman with dementia. In this book, we use person(s) to describe individual(s) with Alzheimer’s disease or other dementia. We hope this will be more economical to the reader than other phrasing. At the same time, this term gently reminds us that there is a person beneath the cloak of dementia, one who has feelings, one who has led a life full of rich experiences, and one who deserves a dignified life.

				

				As we have revised this edition, one disappointment has loomed large. While basic research has advanced, no breakthrough drugs have emerged. The brain is proving an amazing, but complex organ. Solving its mysteries and finding truly effective ways to prevent, treat, or cure Alzheimer’s disease and other dementia still elude us.

				Until we can create a world without dementia, the Best Friends approach continues to work its magic in homes and programs around the world. We hope that it also supports you and your journey.

				Virginia Bell, MSW

				David Troxel, MPH

				August 1, 2012
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				Alzheimer’s Disease and Other Dementia

				

			

		

	
		
			
				1

				What’s Happening?

				The Experience of Alzheimer’s Disease and Other Dementia

				What is it like to have Alzheimer’s disease and other dementia? What would it be like to be unsure of your surroundings, to have difficulty communicating, to not recognize a once-familiar face, or to be unable to do things you have always enjoyed? When you understand the world of people with dementia, you can begin to understand their experiences, develop empathy, and relate better to their situations.

				The experience of Alzheimer’s disease and other dementia can be like taking a trip to a foreign country where you don’t speak the language. Customs are different. Deciphering a restaurant menu proves difficult; you may think you are ordering soup and end up with fish! When paying a restaurant bill with unfamiliar currency you might fear that you are being shortchanged, cheated. Tasks so easy at home are major challenges in an unfamiliar setting and can be exhausting. The person with dementia is in a foreign land all the time, as seen in Irene Hong’s postcard.

				
					[image: Postcard_Ch1.jpg]
				

				Hello Friends:

				Rural Taiwan is lush and green but I’m staying in the noisy city of Taipei in my grandmother’s place who is 80 and sharp as a nail. One thing that might interest you is that when my Mom first came back to Taiwan after a 20 year absence, she was so disoriented that she surmised this might be what the initial stages of Alzheimer’s is like. She couldn’t find the right words in Taiwanese (her native language) and she’d forgotten some of the customs though everybody expected her to know her way around her “home” country. She felt so frustrated. It is true that Alzheimer’s disease is like traveling in a foreign country, isn’t it?

				Irene Hong, volunteer, Postcard sent to Helping Hand Day Center

				Rebecca Riley was one of our early teachers about the experience of dementia. A nurse and educator, Rebecca was diagnosed with Alzheimer’s disease at age 59. When she first began having difficulty teaching, she thought it was because the course content was new. Soon, she knew something was wrong with her thinking and memory, and she suspected that she might have Alzheimer’s disease. Her physician later confirmed her suspicions. Rebecca taught us about the world of dementia. Following are some of her written notes describing her experience:

				
						Depression

						Can’t say what I want

						Afraid I can’t express my thoughts and words—thus I remain silent and become depressed

						I need conversation to be slowly

						It is difficult to follow conversation with so much noise

						I feel that people turn me off because I cannot express myself

						I dislike social workers, nurses, and friends who do not treat me as a real person

						It is difficult to live one day at a time

				

				Rebecca knew that she was losing her language skills and the ability to communicate her wishes. Her writing reveals that her once-meticulous grammar was slipping. Complexity became her enemy; she could not follow the din and roar of competing conversations—calling it “noise.” Her statement about social workers, nurses, and friends who do not treat her as a “real person” still makes us both smile and wince. Even though her cognitive skills were in decline, she recognized that people were treating her differently. Consequently, she expressed her anger and some resentment toward these people. Remarkably, she was trying to create a plan for the future. Her notes indicate that she was deciding to take things “one day at a time” even if it was a struggle.

				Reading these heartfelt words, you too can begin to understand the experience of Alzheimer’s disease and other dementia. Without understanding this world, we cannot possibly develop successful strategies for improving the lives of our friends or loved ones with dementia.

				Emotions That Accompany Alzheimer’s Disease

				Persons with dementia commonly experience these emotions and feelings:

				
						Worry and anxiety

						Frustration

						Confusion

						Loss

						Sadness

						Embarrassment

						Paranoia

						Fear

						Anger

						Isolation and loneliness

				

				COMMON EMOTIONS AND FEELINGS OF PERSONS WITH ALZHEIMER’S DISEASE AND OTHER DEMENTIA

				Every person’s response to Alzheimer’s disease or other dementia is different, but many people will experience one or more of the following emotions.

				Worry and Anxiety

				We all worry or become anxious at times. Parents worry and become anxious about their teenager who is not home by curfew. Families may worry about having enough money to pay all of their bills at the end of the month. Some people worry that a favorite celebrity’s marriage is in trouble after reading the latest tabloid at the supermarket.

				The person with dementia can become consumed by worry and anxiety. One frequent by-product of dementia is that the person cannot separate a small worry from an all-consuming concern. For example, a person with dementia may begin worrying about dark clouds in the sky seen through a window. Left unchecked, the worry can grow and wreck his or her afternoon. A spring shower could turn into a thunderstorm!

				Harry Nelson was a practicing dentist when he was diagnosed with Alzheimer’s disease in his mid-fifties. He was very anxious about his life and the lives of his family. He worried, when in spite of his determination to keep fit mentally, spiritually, and physically, his scores on his mental exam kept going down. He worried that he would not be able to go hiking with his grandson when he became old enough to enjoy a sport that he loved. His dreams and aspirations were on hold, and he had difficulty not being anxious about the future.

				Harry’s worries are typical of many people with dementia. They may become upset if they think they’re not meeting their employment obligations or are late for work. This makes sense: work consumes much of our lives, and it’s understandable that this part of a person’s life will still resurface on occasion.

				Frustration

				Almost all of us occasionally misplace car keys. The keys turn up eventually, but the search can be very frustrating. Imagine the frustration of losing your keys or wallet every day, every hour.

				Because short-term memory is attacked, the person with dementia may constantly be looking for something he or she is certain has been misplaced. Frustration may also stem from failing to complete everyday tasks. In the morning, a thoughtful care partner may leave clothes on the bed for her mother with Alzheimer’s disease. Her mother stares at the underwear, blouse, a skirt, a sweater, shoes, and jewelry. What goes on first? What may have once been so simple is now an elaborate series of steps performed in a certain sequence: put on the hose before the shoes, the bra before the blouse. Yet, because she loses her ability to sequence, this woman with dementia finds that the simple act of dressing is extremely frustrating. On top of this, the person is easily tired out or exhausted by the extra effort and concentration it takes to complete a once routine task.

				Accustomed to using his reasoning and problem-solving abilities in his work, Brevard Crihfield or “Crihf,” the former executive director of the Council of State Governments, summed up his experience of Alzheimer’s disease when he said in frustration, “It is like my head is a big knob turned to off.”

				Crihf’s description of Alzheimer’s disease remains one of the best we’ve heard; it is powerful and articulate. 

				Confusion

				What do you think when a friend does not show up for a lunch date? Maybe one of you got the time and date mixed up. You hope nothing serious has happened, so you try calling your friend’s cell phone, and the mystery is solved—you have gone to different restaurants! The confusion has been cleared up, but if your friend had not answered his telephone, you would still be at the restaurant, waiting impatiently.

				For many people with dementia, confusion is a daily experience. The person is never quite sure about anything—the time of day, the place, and the people around him or her. Also, unlike the above example, people with dementia often cannot sort out or work their way through the confused state.

				Ruby Mae and a volunteer at a day center were looking at a photo album. “Look, Ruby Mae, you are dancing with a handsome young man.” Ruby Mae loved a good time and seemed to be enjoying reliving some fun times. When it was time to eat, she insisted that they bring “him” to lunch, too. “Him?” the friend wondered. “You know that nice one we were just dancing with. He’s hungry too,” Ruby Mae replied.

				Ruby Mae was profoundly confused, but she kept her sense of humor throughout her long journey with Alzheimer’s disease.

				Loss

				Many of us define ourselves by our jobs, our relationships, or the things we do. You might say, “I am proud to be a good carpenter,” “I am Wayne’s mother/father,” or “I am a fly fisherman.” If any of us had to make a major change in life and these roles were taken from us, we would experience feelings of great loss.

				People with dementia lose these titles and, as a result, lose important and meaningful roles. Eventually, they will be unable to work and will have to give up favorite activities. Sooner or later, the losses mount.

				Sometimes, as care partners, we tend to focus on our own losses (e.g., the relationship, the time consumed by caregiving, the hard work that can accompany physical care) and forget to acknowledge the losses of the person. But it is important to remember that the person with dementia experiences painful loss day after day.

				Learning to Understand

				A simple exercise can help you begin to understand the impact of dementia. Take five small pieces of paper. On each piece, write one of your favorite activities. A typical activity might be visiting the grandchildren, taking a day trip in the car, enjoying a favorite hobby, going to work, trying a new recipe, playing golf, or talking on the phone with an old friend. After you are through, select an activity, think about how much you enjoy it, and then imagine giving it up. Take the piece of paper listing the activity, wad it up, and throw it away. Continue to do this until you have discarded all five pieces. How do you feel?

				The odds are that you are now experiencing the feelings of loss that many with dementia feel. Sadly their losses are real, not “paper losses.” Worse, they cannot choose the things to give up. That choice has been made by Alzheimer’s disease or other dementia.

				Dr. John “Jack” Cooper had a distinguished career as a Navy commander and surgeon. He would say, “I don’t have a job. I don’t have any money. I don’t have my life anymore.”

				In spite of Jack’s many losses, he still remembered being and was very proud to be a physician. He preferred to be called “Jack” day-to-day, but liked to be introduced as “Dr. Cooper” on special occasions.

				
					[image: John_Cooper.jpg]
				

				Dr. John Cooper at the height of his medical career, 1971

				Sadness

				All of us experience moments of sadness. Perhaps you remember a failed relationship or the loss of a beloved pet. Maybe a poignant story on the news makes you teary. Sadness can be fleeting, or it can be long-lasting and associated with a profound grief process. Like happiness, sadness is a part of life.

				Feelings of sadness are often pervasive among people with dementia. A person can burst into tears at the thought of not being able to tell a story all the way through or at forgetting a name. A person can also feel sad over long-term losses, such as having to move out of a family home. People who do not have dementia can develop strategies to overcome sadness (seek therapy, call friends, go for a hike); people with dementia lose this ability to work their way out of sadness.

				Geri Greenway was at the peak of her career as a college professor when she was diagnosed with Alzheimer’s disease in her late forties. Aware of the nature of the disease, she often sat with her hands covering her eyes, as if her world was too painful to see.

				Being diagnosed so young created intense feelings of sadness for Geri, but she responded enthusiastically to smiles, hugs, and friendly, reassuring words. 

				Embarrassment

				All of us can remember a time in school when the teacher called on us and we did not know the answer to a question. You might recall your collar tightening, voice faltering, palms sweating, and face blushing.

				The person with dementia is in a giant classroom every day, one in which he or she never has the exact answer. A woman who always prided herself on her appearance may have someone point out that she is wearing her jacket inside out. Names are easily forgotten. Embarrassment is common for persons with dementia, particularly those who are more aware of their mistakes.

				“There she is! When did she come in? That’s my wife over there.” Hobert Elam was sure that he had spotted his wife at the day center at a table across the room. When he approached her, he realized it was not his wife and was very embarrassed. “I can’t believe that I made that mistake,” he admitted to a volunteer at the program.

				Mixing up identities is a common occurrence for people with dementia. They begin to forget faces and sometimes can be confused when people look alike. They may confuse genders, thinking a woman with short hair is a man and that a man with long hair is a woman. Declining vision and hearing can make the situation worse. When the person knows he or she has made a mistake, it can be embarrassing.

				Paranoia

				If your boss starts treating you differently, you may wonder if he or she is unhappy with your performance. If you see a strange car outside your house several days in a row or if someone is standing too close to you at the ATM as you’re withdrawing money, you may become alarmed. Even the most well-grounded individual becomes a bit paranoid in some circumstances.

				People with dementia often look for an explanation about what is happening to them. Why does their family refuse to let them drive? Where is their money? When they cannot find rational explanations, they sometimes experience bouts of paranoia, imagining that someone is trying to harm or hurt them in some way. Delusions or fixed, false ideas are extremely common in persons with the most common dementia, Alzheimer’s disease. Paranoia can be a by-product of these delusions.

				Emma Simpson kept complaining to her daughter, Patricia, that the woman next door was taking her scissors. Emma was sure of it because she could never find a pair of scissors when she needed them. One day, Patricia moved her mother’s purse and it was heavier than she could imagine. She began unloading the purse and found seventeen pairs of scissors of every kind, color, and description, making the purse bulge at the seams.

				Hoarding or hiding things is common for persons with dementia. They may be paranoid that someone is stealing things or simply be trying to keep track of their valued possessions, like Emma. 

				Fear

				All of us become fearful now and then. Perhaps you’re walking in a big city late at night and hear footsteps behind you. Maybe you’re afraid of earthquakes or tornadoes, spiders or snakes.

				Individuals with dementia also have fears. These may include the loss of independence, placing too much burden on family members, and getting lost. Other fears might include traumas from the past that have risen again in the present (e.g., thinking that a Vietnam War event is still happening) and fears caused by delusions (someone is stealing their money). Misperceptions of vision or space can subsequently lead to a fear of falling, particularly if the carpeting on the floor has a confusing or misleading pattern.

				Sisters Henrietta and Mae Frazier lived together for many years. Henrietta’s cheerful disposition made it easier for her sister to care for her—except that after her diagnosis of Alzheimer’s disease Henrietta developed a terrible fear of bathing. Whether it was the running water, the cold porcelain tub, or some past trauma, she was often reduced to tears when being helped with her bath.

				Mae was able to address this fear by hiring a particularly sensitive home health aide, who took plenty of time and built a trusting relationship with Henrietta. (See page 190 for some ideas about bathing.)

				Anger

				All of us get angry occasionally, and although no one wants to bear the brunt of it, anger has a constructive purpose: It can help us fight a battle if threatened. It can release harmful stress and pent-up emotion. Also, sometimes getting something off your chest by becoming angry can lead to healing in relationships.

				It is a myth that all, or even most, people with Alzheimer’s disease are violent. Yet people with dementia can become angry. They may not always understand what is happening around them and to them. Anger can also stem from a loss of control when they feel rushed or unduly pressured to do something.

				“You go home!” Annie yells if angered. Her husband, Jack Holman, says that she has always been very independent, and that now, having to depend on others for all her needs is really difficult for her. Because of her Alzheimer’s disease, her vocabulary is very limited, but she still can find words to express herself when she becomes angry.

				Persons like Annie may continue to have angry moments, but learning to use the Best Friends approach can help care partners understand the triggers for her anger and learn ways to cope. 

				Isolation and Loneliness

				A friend of the authors hurt his leg in a skiing accident and had to curtail most of his activities for a month. He could not go to the office, could not work out at the gym, had to give up his opera tickets, and had to cancel outings with friends. He told us that he was very lonely during his recuperation. His first day back at work was one of the happiest of his life.

				As Alzheimer’s disease progresses, isolation and loneliness often increase. The person can no longer drive and may no longer be able to play a weekly bridge game, go sailing with friends, do woodworking, go shopping, or even walk down to the neighborhood doughnut shop. The person loses social contacts; worse yet, friends eventually stop visiting. Unlike a broken leg, the person’s memory cannot be mended.

				A former teacher and community leader, Rubena Dean often felt left out of activities. She once said, “I used to play cards, I used to drive, I used to work . . . there are too many ‘used tos’ in my life now.”

				Despite not knowing who the president of the United States was, what day it was, or even how old she was, Rubena was surprisingly articulate about what it is like to have dementia.

				Early-Stage Support Groups

				More and more organizations are now offering support groups not just for caregivers but also for individuals with dementia. These groups range from social, “club-like” meetings to ones that include more therapeutic elements. The individual with dementia responds to the camaraderie, the humor, the sharing, and the feeling that he or she is not alone. Even families who thought that their loved ones would never try such a group have been impressed. Another variation on these groups is what some groups call a “Memory Café.” Learn about that program on page 228.

				With dementia, friends tend to fall away. When a person with dementia meets another person going through the same experience, an instant friendship often forms and feelings can be shared and discussed.

				Several books and newsletters are available that discuss these groups and are listed under Organizations, Websites, and Recommended Readings (page 283).

				THE BEST FRIENDS APPROACH

				Now that you’ve read this chapter, take a moment to imagine what it is like to have dementia. Try doing the simple Learning to Understand exercise (page 20)—it is a powerful tool for care partners and can help you better understand the person’s frustration and anger. 

				You are a lucky care partner if you do not bear the brunt of these feelings from time to time. Fortunately, many people with dementia also feel happy and joyful at times. These feelings can be momentary or long-lasting. Sometimes the very losses of dementia provide a level of emotional protection that insulates them from the problems of the world, their family, or even their disease. Thus, the person with dementia can have moments throughout the day when he or she is enjoying the company of a pet, savoring a piece of chocolate, laughing at a joke, or celebrating a mutual hug. Sometimes with humor and sometimes with guilt, care partners have admitted in support groups that their loved one’s personality has changed for the better. The overachieving, aggressive, “type-A” father sometimes becomes more playful; the pessimistic aunt becomes an optimist; the uptight, controlling mother learns to relax.

				CONCLUSION

				This book outlines the Best Friends approach to caring for a loved one with Alzheimer’s disease and other dementia. The Best Friends approach can help you understand the feelings expressed by people with dementia. As the saying goes, to understand someone, you must “walk a mile in his shoes.” When you walk this mile—or run this marathon, as many care partners feel—you begin to see one of the underlying surprises of this book: The so-called inappropriate behaviors of dementia are not all that mysterious or out of place. They often stem from the person’s efforts to make sense of his or her world, to navigate the maze of dementia. If any of us experienced memory or judgment problems, if any of us were afraid of something, if any of us had to give up most or all of our favorite activities, it would be perfectly normal to be sad or anxious, to hide things, to wander away from a possibly threatening situation, to leave the house if we think we’re late for work, or to strike out at someone we think is trying to hurt us.

				Once you understand what underlies the challenging behaviors, you begin to see dementia care in a new light. The Best Friends approach helps you gain this perspective. And remember: because the person’s medical condition will not change, it is we, as friends and family, who must change.

				Best Friends Pointers

				
						Feelings of loss, confusion, frustration, and anger can be normal feelings caused by dementia.

						People with dementia are working very hard to make sense of their world, to see through this confusion and memory loss.

						Taking time to think about the experience of the person helps us overcome denial, develop empathy, and be a more supportive and effective care partner.
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