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Caring for a terminally ill loved one can be the single biggest challenge of your life. Drawing from her experience sitting with over 500 people as they died and caring for her own terminally ill father, Dr. Lani Leary gently guides caregivers, family, and friends through the difficult transitions of illness, death, and bereavement.


No One Has to Die Alone offers the practical skills, vocabulary, and insights needed to truly address the needs of a dying loved one while caring for yourself through the process. Dr. Leary shows both patient and caregiver how to rise above feelings of fear and isolation to find peace and meaning in each person’s unique end-of-life experience.


Whether used as a reference book to address a particular challenge or read from start to finish, this is a must-read for anyone facing death or the loss of a loved one. You’ll learn:


 


• how to listen to and support a loved one’s needs;


• what to expect as a loved one declines and the different grieving processes and tasks;


• the key to supporting a grieving child;


• what resources are available for patients and caregivers;


• the lessons of near-death experiences and the value of after-death communications.
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“No One Has to Die Alone is not only full of the most helpful practical advice and counsel, but is informed by the author’s luminous spiritual perspective, which makes this a book of wisdom for the living as well.”


—Kenneth Ring, PhD, author of Lessons from the Light, professor emeritus of psychology, University of Connecticut
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With over twenty-five years of experience as a psychotherapist working with chronically ill, dying, and bereaved clients, Dr. Lani Leary intimately understands the needs of both patient and caregiver. She is the author of the internationally bestselling audiotape Healing Hands, and has served as the director of mental health services at Whitman Walker AIDS clinic and as a professor of death studies at George Mason University. She currently writes a regular online column on healing after loss, Healing Tears for www.HealingTheSpirit.org.
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FOREWORD


This is a book of grace, beauty, blessings, and guidance for anyone wishing to expand their consciousness and their practical, as well as sacred, relationship with death, dying, and human suffering—the fear, pain, joy, privilege, struggle, and success on this path.


As someone with a background in nursing and as an author of the theories, ethics, and philosophies of human caring (caring science as a humanistic expanded model of science), I have a deep understanding of working with nurses and health professionals around the world. Because of my commitment to improving human caring, I created Watson Caring Science Institute (www.watsoncaringscience.org).


No One Has to Die Alone is a philosophy; an ethic; a moral, humane, and concrete map into this territory—this unknown mystery and miracle we all face. This beautiful work is an experiential and spiritual guide as well as an inspiring workbook for the public, for caregivers, for all health and healing professionals, and for lay citizens, children and adults alike. It is a reminder that we all have much to learn and to live through with our own dying preparation, the dying experiences of our loved ones, and our mourning.


This book shares stories and practical applications for those who wish to support loved ones but feel stymied or scared about how to do so. When most lack the experience and thus the confidence to help, Lani Leary shows us the possibility and power of our participation ... and then she shows us how to do it. Her stories demonstrate that making a difference is possible; her examples cross cultural, gender, and age differences to invite us all into our last opportunity to show love. Lani gives us shining stories of how everyday men, women, and children can advocate for support, and respond to their loved ones. She weaves together personal and universal considerations as well as practical and emotional aspects of facing, responding to, and being with death and grief. Lani offers simple solutions that can be used in overwhelming emotional, spiritual, and physical challenges. This book leaves us with the hope that we can do more than just manage death but can also heal and grow in the process.


This is not just a book for professionals but is also a valuable resource for family and friends of caregivers and those looking to prepare for the inevitable future when someone they love faces death. It is also a book for you. It can help you reflect upon how you would like to die and what you will value at the end of your life. It can help you and your family prepare for a meaningful and authentic death while guiding you to help others.


No One Has to Die Alone challenges our commonly held myths about death and asks us to reconsider our fears and assumptions. It is a book that enlarges possibilities and perspectives. Lani presents us with questions such as: How might we respond differently if we knew that we could make a difference? How might our grief be different if we knew that death could not sever a relationship? This book invites us to ask more questions, to feel comfortable with silence, and to practice a sacred presence with a loved one. We begin to consider that we do not have to be afraid of impending death and that there is another way to be present with what is rather than to deny or ignore the opportunities we are given. Lani challenges us to consider the dying journey as a gift, a chance to give and receive the love that is most essential to all of us.


Lani’s experience as a bereaved teenager can speak to the young reader who wants to help but doesn’t know how. It will broaden the circle of care so that adult caregivers include the younger generation as integral members of a caring team. Her story of how her near-death experience informed her work and changed her ability to comfort the dying and the bereaved will diminish your fear of death and give you hope. She shares the lessons she was taught during her extensive work with dying patients. Her suggestions for activities, conversations, and ways of being with your dying loved one will leave you empowered. Lani describes the healing that happens for both the dying and the bereaved when we participate and offer ourselves to the challenge. This book delivers and, as Lani writes, leaves us believing we can “feel gratitude rather than grief, and love rather than loss.”


In essence, this book inspires new visions in society and conversations between families and loved ones, inviting us to come closer to death as a living, healing return to the mystery. It gives us courage to embrace the profound needs of the living and the dying as we cocreate, shape, and participate in the sacred circle of life and death.


Jean Watson, PhD, RN, AHN-BC, FAAN, is a distinguished professor of nursing at the University of Colorado College of Nursing and holds the Murchinson-Scoville Endowed Chair in Caring Science at Anschutz Medical Center Campus, Colorado. Jean is also the founder of Watson Caring Science Institute, a nonprofit foundation to expand and authentically sustain human caring and healing for individuals and all of humanity.




PREFACE


How we die matters. Most dying patients report that they fear the isolation and loneliness of dying more than the pain or the finality of death. Loved ones want to be of service but are paralyzed from fear, lack of skills, and an absence of exposure to the most universal life experience. We can learn how to play a significant role in helping the dying, their family, and the community face the transition of death. We can learn new attitudes, perspectives, and skills that will help us help others and even ourselves.


Modern healthcare has changed not only the way we live but also the way we respond to our most vulnerable members of society during illness and aging. Until two generations ago, people usually died suddenly, after an accident or a serious illness. Currently, most of us expect our dying to take longer, which necessitates more decision making, care-giving, and resources. This practical book offers lessons in the form of supportive references, useful tools, vocabulary, questions, real-life letters and stories, and appendixes with further resources, so readers can pick up the book at any point and apply the information to their personal challenge.


This book is a road map through illness, death, and bereavement. It outlines how to begin the process of support, how to stay the course, and how to walk away with a sense of peace and gratitude. It shows you how to make a difference in the life and death of your loved one. I share the stories and lessons with you because so many people have asked me how I did it. I’ve been asked how I was able to watch the pain, get through my fears, know what to do, and intuit how to help. I pass on the legacy of skills and attitudes that I learned in my work at the bedside of more than five hundred patients as they died. I listened and observed how I might be of service so that they could be at peace physically, emotionally, and spiritually as they coped with illness and let go into death. My work as a psychotherapist, hospice counselor, professional listener, and lay chaplain in the intensive care unit of a hospital and in the homes of private clients across the country has given me the expertise and confidence to respond to others’ unique needs. My near-death experience and the insight I gained provided me with a strong visceral conviction and with the spiritual assurance that we are more than merely a physical body—our consciousness lives on, and love trumps death.


Others have asked what it would take for them to be able to do the same for their loved one. My background as an educator and a researcher allows me the opportunity to teach what I have learned experientially and didactically so that others can put the skills, attitudes, and knowledge into action. I have heard back from many family members, clients, and students that a skill or perspective they learned from me gave them the needed direction and confidence to be of service, and that their intervention made a difference to the dying person, themselves, and their family. This book is the collection of my twenty-eight years of education, research, and experience put forth so you can bring this knowledge home and begin making your own personal difference in your loved one’s dying journey. My greatest hope is that you will use this book and be able to be of service to your loved ones, and that in the end, you will know they have not died alone.


I believe our best life is made up of small kindnesses and that to serve one person is to serve the world; to be of service to those in need is different than helping them. Rachel Naomi Remen, MD, described the distinction well when she wrote that helping is a form of inequality and may take more away from people than it could ever give them. When we learn to serve, we bring our whole selves, our limitations, our wounds, and even our challenges. Remen believes that service is a relationship between equals that contributes to wholeness, rather than to the brokenness in others and in ourselves. Though you may not believe that you have the courage or the know-how to be of service in the world of the dying, you make great progress by taking small steps and building your competency one lesson at a time.1 One such step is picking up this book.


Perhaps you are picking up this book in an airport as you travel from one coast to another in hopes of seeing your father before he dies. Maybe you have just received a phone call from your best friend telling you that she is awaiting the report from a breast biopsy, and you want to be prepared to respond in a helpful way. Or you want to be able to make healthcare decisions for yourself to relieve your loved ones of having to guess about your wishes. Or you want to help your children to not be fearful as they encounter the natural cycles of life. This book can help you.


We can be caught off guard and feel ill prepared, ambushed, and sideswiped by a life-threatening diagnosis. When it counts most, we can be paralyzed with self-doubt, and fear might make us unable to respond to our loved one’s needs. Or after responding, we waste our waning energy by second-guessing our decisions and feeling guilty. Most of us only learn about death and grief in a crash course. There is another way to navigate this challenging time, and we can gather resources ahead of time. We can prepare by understanding the dying and grieving processes, and the dying person’s accompanying needs. We can rehearse and find less demanding opportunities to strengthen our confidence and competency. Experiences can be shored up so that when the time comes, suddenly or gradually, we know we can cope. We can earn the confidence to make a difference, and we will move toward our loved one rather than away from the last opportunity to demonstrate love.


We can learn skills to be of service to our loved ones so they can die well, meaning that people facing death have more choice, more comfort, more companionship, and more authenticity. Together, we can change the culture, myths, and taboos associated with death and dying and replace them with new attitudes, competencies, and ways of being with the dying. We can improve the unacceptable loneliness and isolation that others experience as they die. Through compassion and facing our fears, we can change the ways we prepare and accept our own inevitable death. National Vital Statistics Reports indicate that roughly 10 percent of the population dies suddenly and unexpectedly; 90 percent of us will die from an illness of some length.2 The importance of knowing this trend is that we can prepare now to live fully, even in the face of death, once we have confronted our fears, assumptions, and myths about death and dying. We have time now to decide who we want to care for us, what life-sustaining measures we want in certain circumstances, where we want to die and with whom. We can write our living wills and designate a healthcare power of attorney before we need them; we can organize our affairs as a gift of simplicity for our survivors; we can make our own funeral arrangements and write our own obituaries; we can begin to say those things that are the most important. We can live authentically right up to the moment of our death.
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Assumptions, Beliefs, and Experiences


• I believe that how we die matters to the people who are shedding this life and to their loved ones. To die with our choices and values means that we live right up to the moment of our death. Abdicating choices about how we die leaves a different legacy. And I believe these choices affect how survivors grieve. Death prepares future generations for a life lived with awareness, compassion, and appreciation rather than denial, avoidance, and fear.


• I believe that how we die has more to do with our choices than with the physiology of illness. We can all make better choices that positively affect the quality of how we die. Evidence shows that when patients are given information and choice, they will make decisions for palliative comfort care and hospice care over aggressive hospital interventions and, as a result, will have a better quality of life and will often live longer. The emotional and financial costs to patients and families are significantly reduced.


• I believe we can learn to be present and compassionate throughout the illness and death of our loved ones. We can learn to make informed choices and practice new skills in order to help our loved ones die more peacefully and authentically. We can make a difference.


• I believe that enhancing the quality of a person’s death enhances the quality of our life. I believe that those who engage and participate in the death of their loved ones experience their grief in a softer way than those who, for whatever reason, do not participate. Participation and service heal us all at the deepest emotional level.


• I believe that your personal presence is the strongest antidote to a dying person’s greatest pain, which is their loneliness.
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NOTES



1. Rachel Naomi Remen, MD, interview by Dr. Jeffrey Mishlove, Thinking Allowed: Conversations on the Leading Edge of Knowledge and Discovery, http://www.williamjames.com/transcripts/remen.htm.


 


2. Centers for Disease Control and Prevention, National Vital Statistics Reports 59, no. 4 (March 16, 2011), http://www.cdc.gov/nchs/data/nvsr/nvsr59/nvsr59_04.pdf.

Betsy Murphy, FNP, CHPN, “It’s About Life,” Today’s Caregiver (April 16, 2008), http://www.caregiver.com/articles/general/its_about_life.htm.
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HOW TO USE THIS BOOK


This book is divided into two halves of the journey through dying and grieving. Chapters one through five—the five things I wish I had known about death—address perspectives to help a loved one or caregiver through the process of dying. In the second half, I present the five things I wish I had known about grief to help survivors grieve in preparation for and after the death of their loved one. I have organized the chapters so they can be read in any order, and information is not dependent on previous chapters. I have tried to provide a set of vocabulary, skills, and examples so the concepts are practical and immediately applicable.


I start with my own personal journey in hopes that you might identify and know that you are not alone. People have told me it is beneficial to have metaphors, examples, role models, and stories with which to relate. Many feel relieved to be given the words to help express this new landscape in which they find themselves.


I offer dialogues as a way to begin conversations with loved ones because, after all, you may have never had to discuss a fatal diagnosis or a terminal prognosis before and may not know where to begin. You can personalize these examples and apply them to your situation. I conclude with a comprehensive appendix of resources, organizations, books, and links that you may find helpful to explore options, research information, or be in touch with others in similar situations.


Thank you for your interest in being of service, and for the difference you will make in the life and death of another human being.




PART I


MAKING A DIFFERENCE THROUGH ILLNESS, DYING, AND DEATH




INTRODUCTION


MY STORY


I have come full circle. Unable to help my mother during her death when I was thirteen years old, I was left with grief exacerbated by regret and guilt. In order to cope and make my way up into life again, I vowed that I would never again regret not knowing how to make a difference or not taking action. This is the story of how I made my way out of the clutches of unresolved grief and into a peace that allowed me to usher my father peacefully out of his life thirty-six years later, grieving but grateful.


I walk into our kitchen. My mother is standing at the kitchen sink, whistling to the red cardinals in the plumeria tree. As I hurry to slip past her, she turns and looks at me as though her gaze could wrap its arms around me. “I love you so much,” she says softly. I roll my eyes and tsk, responding as an independent thirteen-year-old striking out to sever the umbilical cord. My mother is cut down to silence.


Without warning, a week later my eight-year-old brother wakes me in the morning saying, “Mommy’s sick, and she’s throwing up.” I respond as I think she would and bring her a tray with cinnamon-sugar toast and orange juice. I tell her I will take my brothers down to the playground so she can sleep. When we return three hours later, her bed is empty. There is a note from a neighbor saying that she has taken my mother to the hospital. A neighbor comes over to stay with us while our father is with our mother in the hospital long into the night. It is a long, lonely day and night without answers. I write a letter to God trying to describe my confusion and asking God to let her come home.


The next day my grandparents fly in from California to visit their daughter and grandchildren. It feels like a vacuum in the house: the air is still, people move slowly, and no one speaks about what is happening. I am too afraid to ask questions. My father and grandparents go to the hospital and tell us it is better that we wait at home. That evening my grandmother bursts into the living room, hysterical, and I cannot understand what she is saying. My grandfather follows her into the house, comes to me, and holds me. “Your mother took a turn for the worse,” he says gently. At least she’s not dead, I say silently to myself. And then he follows with, “She died tonight.”


My parents had not talked to my two younger brothers and me about the Guillain-Barre syndrome that had already cut short the lives of six out of eight patients diagnosed in our state. We did not understand what the illness was or that it could cause my mother’s death. We did not know about the unpredictable and intractable pain associated with the neurological illness, and why my mother did not get out of bed for days at a time as she used alcohol to cope with her fear and uncertain future. We did not see our mother leave her bed for the hospital, and in an effort to spare us, we were not allowed to visit her. In my mind, she was home one moment and dead the next. No one was home to comfort three young children. I was the oldest, but I did not feel that I had the knowledge or skills to help my younger brothers. No one was there to help me.


In my confused thirteen-year-old mind, I etched a story that would solidify over the next years, as though carved into rock: I did not tell my mother that I loved her that one day, and she died without me ever telling her that she was loved. As a young girl and for many years afterward, I thought I could have saved my mother’s life if I had not been so selfish, if I had just given her the little affection she wanted. In my limited, self-centered view of the world, I—rather than illness—had caused her death.


No one spoke about her death, what caused it, or how she died. I did not know what caused her to die. Only after her death did I find a newspaper article tucked away in her jewelry case that described the rare diagnosis of Guillain-Barré syndrome. I could not risk asking questions or sharing my pain for fear that exposing my grief would bring a tsunami of pain to my father. I was afraid that the rest of my family might die too, but talking about or showing my grief would mean rocking the boat and risking whatever stability was left in my life. I did not have words for what I was feeling. I had not seen anyone live through grief, and I did not know if I could survive the pain of what I was feeling. I was alone with my grief, and I could not understand how deeply my misinterpretation of her unexpected death would wound me for a long, long time.


I asked to go back to school just three days later, hoping I could hide in the routine of classes and my commitment to good grades. I did not know any others my age who had lost a parent, and I felt humiliated by the looks of pity and the whispers around me. No one knew what to say, and everyone was visibly uncomfortable around me. I was embarrassed, thinking they could see my inner anguish, ashamed that my feelings made me naked. But one classmate wrote me a note, and to this day, I will never forget her courageous act of reaching out and how her simple words—I’m sorry about your mother; you must feel so lost—comforted me in a way my mother would have if she had survived. My young friend risked saying the wrong thing, as we are all afraid we might, in order to acknowledge my new world that I was trying so desperately to navigate.


The greatest act of kindness and compassion would have been for someone to ask me “What do you need to know?” and then encourage an open, ongoing discussion of the facts and my feelings. What happened? When did she die? What caused her death? Who was with her? Was it my fault? I needed information to sort through the reality of her death. I needed someone who could explain what happened so I did not fill in the blanks with my worst fantasies. In the absence of real information, I believed she had died alone. I believed I could have stopped it. I believed I was to blame.


I did not know how to speak about my feelings. I needed someone to give me the language of grief and to help me figure out what to do with my confusion, anger, guilt, regret, and overwhelming sadness. I needed an adult to check my assumptions, beliefs, and conclusions, so that I could begin to deal with the reality and start the work of expressing my feelings. I needed someone to listen to me without judgment, to listen to the same stories repeatedly until I came to accept the reality of losing the most important touchstone in a young girl’s life. I needed a place to put my grief and a way to externalize it so my body would not implode. I wish now that someone had given me a journal and encouraged me to explore this mysterious new world on paper, to make my questions and beliefs visible to me so that I might at least find words or images that could serve as a lifesaver to hang on to. I needed to know what healthy grieving looked like, and the adults around me did not show me. My father hid his grief inside his bedroom walls, thinking he was protecting us. But I saw his reddened eyes many mornings and wished that we could have cried together.


I vowed to make meaning from my mother’s death. I promised myself, I will not be a victim, and this will not be a tragedy. In order to cope, I reasoned, some good must come from this. This drive to right a wrong, to untangle my confusion, led me to learn everything I could about dying well and “good grief.”


I could not be there for my mother, and my grief reflected that regret. I would use the rest of my life to make sure it would not happen again. I would learn everything I could about what a dying person needs; I would be with others as they were dying. I would study everything I could about healthy grief so others would not be alone and confused in their bereavement, as I had been. I would learn what I had not known so I could support others.


One of my greatest teachers came in the form of an accident, an experience that changed my assumptions and beliefs. When I was twenty-nine years old, I came to know death from the inside looking out. I had a classic near-death experience during a routine dental procedure. I lost consciousness from a reaction to nitrous oxide while in the dentist’s chair. The incident changed my assumptions about life, death, and consciousness, and it gave me a sense of peace about death and around others who were dying.


My personal experience with death reinforced my conviction to assist others who were dying, companioning them like a midwife. I also believed I could help their loved ones experience a gentler, healthier grief. So I worked in several hospices around the country as we moved frequently for my husband’s job. I sat with over five hundred people as they died, and they told me what mattered to them. In 1994, I formalized my study of death, dying, and grief by returning to a doctoral program and specializing in thanatology, the study of death and dying. I also worked with children in a pediatric AIDS ward who taught me about their lack of fear and acceptance of after-death communication. I spoke at conferences and within university programs trying to dispel the myths and fears of death, and teaching others how to care for the dying and the bereaved.


All of this may sound like noble work, but I now know that it was a self-serving quest. I never again wanted to be unprepared. I wanted to be ready and able to respond during what I knew would eventually come: my father’s death. I wanted to manage my lack of control, to bring comfort to my own discomfort. I never again wanted to feel the regret of not responding or not being able to care for a loved one who was dying.


So in July 2003, when my father told me that he had stage IV lung cancer, I felt ready. I had been preparing for this journey since my mother’s death. The gaping wound of her death had left an ugly scar, so my healing was to learn enough about death and dying so that I could respond and change the experience from a tragedy into an opportunity to serve and love.


I knew I would respond immediately and commit fully to assisting my father. I knew this was the opportunity for which I had studied and worked my whole life. I canceled the Death & Dying courses I was teaching at the university and closed my private psychotherapy practice. I told my father I would fly to him in Hawaii within days, and I told my husband I would be gone for several months.


Friends asked me if I was afraid. No, I responded. My hospice patients had taught me well, and I could use their gifts to be a witness, a companion, an advocate, and a midwife during my father’s dying. I knew it was my privilege to respond to his needs. Allowing me to help him was his gift to me as well my last gift to him.


Unlike during my mother’s death, I now had a toolkit of skills, competencies, and information. I had my conviction to be present with him, no matter how painful his illness became. I would not let my grief overshadow his needs, but I also would not separate him from the intimacy of my feelings. My promise to both of us was to be his companion so he would not feel alone and dead before his time. I imagined myself the safe haven, the cocoon, where he could go into metamorphosis and emerge into his next adventure.


I went to him with my belief that there is no right way to die; there is only each person’s wish. In death, as in life, each person gets one vote. My guiding principle would be: one life, one death, one vote. I did not have the right to usurp his vote and take away the power of choice about how he lived and how he died. None of us has the right to impose a formula, a prescription, or an agenda for our version of another’s good death. He was fortunate enough to be given some time to plan; he had the lucidity, the resources, and the support to follow through with his wishes. I would help him to be the author of his death, as he had been author of his life.


I began our daily rituals to soothe his discomforts. We reviewed his life in stories and scrapbooks; I asked him about the highlights of his life and what he believed his legacy would be. I asked him what he wanted to do before he died and helped him write his bucket list, planning excursions to complete his wishes. We wrote his obituary and talked about where to spread his ashes. I arranged visits for the friends he wanted to see and served as timekeeper to gently escort them out when I sensed he was tired. Each night I massaged and moisturized his cracked, thin skin. I took him to his doctor’s appointments and asked the questions that he would not because he was of the generation that often defers to medical authorities. I clarified what the doctor said, and I made sure Dad understood. And when the doctor suggested daily chemotherapy, I asked what my father would not: “What might be the pain, and what will he gain?” Dad decided that the discomfort of traveling and the potential side effects were not worth the extra two weeks of living it might afford him. “You can have what you want,” I promised. And so I took him home and arranged for hospice services.


I made his breakfasts; we read the newspaper and talked about the news. I engaged him in subjects and activities in which he was interested, and I watched over him when he was tired. I answered the phone and tended to people he no longer wished to connect with. I offered him options and supported his choices. I asked him, “Do you want to talk about the cancer?” and “What have we not talked about?” He became weaker each day; he was a skeleton of the man I had known all my life, but his presence was still larger than life. I was surprised at what changed each day and how quickly. Neither of us knew what might happen next.
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‘"m a culture which tends to avoid issues relating
to death and dying, Lani Leary tackles the
challenges with openness and humanity.”
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