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Praise for LIVING AT THE END OF LIFE



“As a hospice nurse for 16 years, [Karen Whitley] Bell understands the concept of a ‘good death.’ A daily witness to fatal illness and end-of-life moments, Bell’s powerful message is aimed at making sure the final months or days of a patient are well lived, marked by peace, comfort, and a chance to say good-bye. Illustrating the tenets and benefits of palliative care with firsthand accounts of her patients, Bell manages, as stated by American Academy of Hospice and Palliative Medicine co-founder Charles G. Sasser in his foreword, to place readers ‘at bedsides during one of the most intimate of life’s dramas.’ As such, she delivers a wealth of useful information on pain management, choosing a hospice and general day-to-day care giving in a powerful, hard-to-forget way. Straightforward and empathetic, with an easy-to-navigate style, Bell details what to expect in both physical and spiritual terms, including practical considerations as well as ways to find closure and cope with loss.”


—Publishers Weekly (Starred Review)


“This book is rich in stories, generous, full of wisdom, organized to serve the needs of those facing their own final journeys or those of their loved ones.”


—Patrick Clary, MD, author of Dying for Beginners


“This book enables you to pick and choose what you’re able to face, allowing you time to process, revisit, and come to terms at all levels: physical, spiritual, and mental. Even if you’re not facing the end of life process with a loved one, this book will assist you in considering all that is valuable in the moment.”


—Melissa Joseph, author of Moments with Baxter


“Nuggets of wisdom and satisfying aha’s support and inspire the reader. Providing explicit practical guidance, this treasure trove is the perfect offering for anyone interested in accessing hopes and strengths and confronting and diminishing personal fears both prior to and after a death. This book should be in the waiting rooms of every hospital and clinician’s office, and shelved in a prominent and accessible place in everyone’s personal library. If there were a ‘textbook’ for compassionate care—for authenticity in relationship—this blend of the personal, practical and poetic would be it.”


—Sandra Bertman, PhD, author of Facing Death: Images, Insights and Interventions


“Many people are afraid of dying and don’t know what to expect in the final months and days of life. This important book takes aim at ameliorating those fears by shedding light on some of the most common concerns and revealing what should be expected from the healthcare system.”


—Scott A. Irwin, MD, PhD, Director, Palliative Care Psychiatry Program, The Institute for Palliative Medicine at San Diego Hospice


“Living at the End of Life is a wonderful read that says what so many long to hear when first hearing the words that upset their worlds . . . Bravo! Those who read it will feel empowered to Live right up until they die!”


—Sherry E. Showalter, PhD, author of Healing Heartaches: Stories of Loss and Life


“This book sees the person and guides them gracefully to the opportunity to heal . . . I was continually touched by the tenderness and the preciousness of the stories shared.”


—Loren Spagnuolo, Drishti Point Radio


“Hospice nurse Karen Whitley Bell has seen every type of emotion in her 16 years of assisting both the dying and their families. In the book Living at the End of Life, Bell answers the most common questions, including how to get started with hospice care, what to expect, ensuring your final plans are carried out, and dozens of other hard-to-express questions that need answering.”


—Quincy Herald-Whig
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The inspiration to write Living at the End of Life came about in response to the changes I’d witnessed in hospice care. When I began my practice in hospice, in 1993, I had time to do what I felt was needed for every patient. Yes, I had to be efficient; I had to prioritize, but I also had time to listen, to gain an understanding of the situation. I had time to help the individual and family understand, as well. Over the years, the time nurses were able to spend with those living at the end of life decreased. No one showed us that data on a graph. We knew because each of us was trying to do more, with less. We also knew because of the calls we’d get at two a.m. from distraught families in crisis, wanting to help their loved one, but unprepared and unsure of what to do. Many of these crises were preventable, if only we’d had a little more time during the regular visits with the family, to understand, to plan, to teach, and to reassure. I wrote Living at the End of Life to help families expand their understanding of many common issues, enabling them to focus on more specific needs and questions during the hospice team visits.


Now, seven years after the publication of the first edition, I am, once again, looking at changes in end-of-life care, seeing gaps, and striving to provide information that may be useful. The need for end-of-life care often begins long before the hospice team arrives, sometimes years before. Thankfully, medicine and health care continue to improve treatment of life-limiting illness, including cancer, as well as many of the diseases common with advancing age. Consequently, as a population we are living longer, but often with some form of chronic illness or decline.


In response to these changes, in this second edition you’ll find two new Appendices. One is dedicated to helping elders and their loved ones ensure quality care and quality of life while coping with physical and/or cognitive decline, long before the final months of life. The second new section addresses the unique challenges of living with a treatable, but not curable illness, focusing on one central question: How to live fully, perhaps for years, with awareness of one’s own inevitable dying, while simultaneously preparing for closure and “a good death.”


In these seven years, I have experienced my own life changes, developing a more intimate relationship with the issues I wrote about. Within my immediate family, I served as a caregiver for nearly a year, providing round-the-clock, exhausting care—experiencing fear and hope, burdens and joy—while a loved one battled a serious, unexpected life-threatening illness. I have also moved across the country to live near my aging parents, to help with their care support and to enjoy their company, enriching my life and, hopefully, theirs too. I have also heard from many people who reached out to share their experiences, telling me how the book helped them and their loved ones at a difficult time.


In the first edition, I wrote that caregiving is both exhausting and meaningful. I have now lived as a caregiver, and yes, it truly is exhausting and meaningful. You discover strength you never knew you had. You cry, you laugh, and you never look at a life the same way again. In the first edition, I wrote that asking for help is difficult but necessary, and even enriching, for the caregiver and those who provide help to the caregiver. I cannot emphasize enough the need to ask for and receive help. Thank you to those who persuaded me to ask for help, and were there with help in so many meaningful ways. To those of you who are, or are about to become, caregivers, ask for help, receive it, and be enriched by it.


I have also attained a new relationship with gratitude. Even with years of such an intimate view of end of life while supporting families as a hospice nurse, it was never my family. It was not my loss. It was not my grief. It was theirs. This time, it was my family. It was my loss. It was my grief. I too walked in that untenable place where the only choice is to walk—to get through, to dig for strength, day after day, to find that strength, to struggle again, to move, forward. Here is where I found gratitude. Each day. Small things. Just life. Gratitude.


Thank you, reader, for trusting me with your time. May you and your loved ones realize meaning, joy, and peace.


—Karen Whitley Bell, RN
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For most of us, facing incurable, life-threatening illness in ourselves or a loved one is a terrifying experience. Although we may have considered the possibility, it is not something we can actively plan for, and its effects usually take us by surprise. There are a number of “how to” books on the market filled with practical hints to guide newcomers encountering life’s final chapter. In the category of end-of-life literature are autobiographies of people stricken with illness, philosophical and spiritual musings, and scientific textbooks. As the population ages and chronic illness becomes more commonplace, self-help survival guides are added to the collection.


Living at the End of Life is much more than a self-help manual. By inserting real-life dialogue into the extensive list of issues to be faced, Karen Whitley Bell places the reader at bedsides during one of the most intimate of life’s dramas. Reading about what others have experienced and the common questions they have asked gives a firsthand feel to the narrative. People grappling with illness and their caregivers often find themselves overwhelmed with questions about a future they are afraid to contemplate, and don’t know how or what to ask. This book asks those questions, and the follow-up answers—provided in the context of discussions among givers and receivers of care—offer reassurance, encouragement, and hope.


The language people use with each other and with their health care professionals about dying often lead to the most intimate and profound of conversations. After nearly thirty years in hospice and palliative care, I continue to be awed by how people facing life-threatening illness describe their plight, as well as both the healing and damaging potential of the language health care professionals choose in end-of-life conversations. A key to excellence in palliative care is the recognition that when it comes to the art of dying, they are the teachers and we the students. Palliative specialists provide expertise in comfort and pain and symptom management, and they receive in return remarkable insights into the illness experience, provided by the only ones who really know what it’s like. We are all wounded in some way and, in the care of those with incurable, terminal illness, the distinction between givers and receivers of care becomes blurred.


Ego chill is a phrase used to describe the shock of realization that our nonexistence is possible. Accompanying the shock is an almost universal desire to cling to life at any cost and to desperately seek, if not a cure, at least a delay to the end of existence. Curative hope describes this all-consuming urge to fight, to resist, to be rescued from, and not to think about, the unthinkable. Although modern medicine is grand, the energy and time invested in curative hope often lead both seekers and providers of health care down paths they, in retrospect, wish they had never chosen.


Making the transition from curative to palliative hope is one of the hardest challenges of life’s final chapter. With palliative hope, the frame of reference shifts from hope for a physical cure to hope for healing, a word that encompasses much more than what happens to the body. In palliative hope, healing—which can take place in the midst of continual physical decline, even unto death—has to do with a restoration of wholeness to mind and spirit and to relationships, as well as a restoration of coherence to one’s life story. Here we were, telling one story with our lives, and along comes this unanticipated and uninvited illness that wrecks the story we were creating for ourselves. Now, in a time frame beyond our control, we have to create a new story, with the illness in it, and decide—here we still have some control—if we will ultimately be defined by the illness or by some greater meaning of our choosing.


Palliative hope is all about that choice. It’s about bringing closure, completing tasks, recognizing that our loved ones can make it without us, and celebrating the gifts we have given and the example we have provided that will help them accomplish this. It’s all about love, forgiveness, saying good-bye, and making sure that any regrets are dealt with. Unfortunately, time constraints in life’s final chapter don’t always provide opportunities for both curative and palliative endeavors. We usually have to choose. This book considers what it might be like to choose palliative hope.


The stories of the various aspects of this experience found here reveal the different ways people and families face their illness, with examples of how these conversations may go and the remarkable healing impact of words carefully chosen. When agendas differ, conflict is common. But when discussion time is allowed for personal values and goals of care to be clarified, as demonstrated in these narratives, tensions quickly dissolve and everyone finds common ground.


People who are dying want, more than anything, to have caregivers who are both loving and competent. Their caregivers want, more than anything, to provide loving, competent care. And their health care professionals seek the skills and insights necessary to provide both state-of-the-art pain and symptom management and to serve as compassionate witnesses to the incredible final chapter they are invited to share. This book has much to offer all three.


—Dr. Charles G. Sasser, MD, FAAHPM, FACP
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What’s going to happen? How will we manage? There are things I still want to do. I’m afraid . . .


So begins this journey. It is a time of challenge, of concerns, but also an opportunity to explore and rediscover the fuller, richer meaning of life.


This book offers guidance to individuals and their loved ones by sharing the experiences of others who have traveled this extraordinary road. Their stories offer different perspectives, impart knowledge, and reveal possibilities. Their lessons offer the opportunity to discover our own path to cope with decline, realize meaning, attain closure, rediscover hope, and achieve peace.


It also includes suggestions, discussion questions, lists, and other resources to help you and your loved ones develop your own solutions to reflect your unique needs and values.


What does it mean to undertake this journey? You alone can discover that answer. You alone will choose your path.


What This Guide Offers






[image: ] Insights into meaning and hope, offered by those who have made this journey


[image: ] An understanding of the opportunities and challenges of this time in life


[image: ] Practical caregiving instructions


[image: ] Insights into emotional and spiritual issues


[image: ] Ideas for creating meaningful conversations


[image: ] Guidance to address conflict and unresolved issues


[image: ] An explanation of common physical changes


[image: ] Suggestions to maximize energy and mobility


[image: ] Ideas for adapting to a changing appetite


[image: ] Information on common pain medications, and guidance for medication management


[image: ] An explanation of hospice and the services it offers


[image: ] Safety tips


[image: ] An exploration of care settings outside the home


[image: ] Descriptions of supportive therapies to improve comfort and quality of life


[image: ] Suggestions for managing care if hospice service is not available


[image: ] Lists of resources for additional information or support


How to Use This Guide






Some chapters address the needs of individuals coping with declining health. Other chapters focus on the challenges faced by loved ones and caregivers. Many chapters offer information that may be helpful to everyone involved in the end of life transition. You do not need to read the entire guide. Read only what you feel will be of value to you.


To locate the information you need, read “How This Guide Is Organized” below, then turn to the Table of Contents and select the topic of interest to you. Chapters can be read in any order.


Next, read the brief chapter, which explores the practical concerns and emotional factors unique to that issue. In most cases, both must be addressed to achieve a real solution. Then review the list of suggestions, tools, or discussion questions at the end of that chapter to help you develop your own solution.


Explanation of Terms






For each of us, the word family holds a different meaning. In this guide, family applies to whomever you, the reader, define as your family, and may include close friends, a partner, relatives, pets, or other loved ones.


Just as we define our family, we also define our own spirituality. In this guide, spirituality refers to how we view ourselves, our sense of being within a broader context. Regardless of our culture, beliefs, or religious traditions, we ask common questions and encounter common phenomena that may influence our views of our existence. This guide presents an objective account, allowing you to gain insights into these experiences while applying your own beliefs to determine meaning for you.


In keeping with hospice practices, this guide does not advocate any specific religious points of view.


Consciousness can mean both “active consciousness,” what we commonly think of as being awake, and “awareness,” which can occur without our being awake.


How This Guide Is Organized


Part I: What Will Happen? The Spiritual Journey






This section offers information that may be helpful to individuals coping with declining health, their loved ones, and caregivers.


In this section you’ll learn about the special awareness, communications, and visions some people experience before passing. Information about these occurrences is offered to help you understand what you may experience, or what your loved ones might witness during your final days. These occurrences happen frequently and are well documented in professional hospice literature. They are consistent in theme, regardless of the cultural, spiritual, or religious practices of those who experience them. They may be the result of the subconscious emerging; they may have a spiritual origin, or they may have other causes. No one knows why they occur, or what they mean. Only you can decide what they might mean for you.


Part II: What Will Happen? The Physical Journey






This section offers information that may be helpful to individuals coping with declining health.


In this section you’ll learn what this journey may be like for you. You’ll learn what physical and emotional changes you may experience, and discover tools to cope with these changes. You’ll also learn about some of the legal and practical issues you and your loved ones may face, and ways to address them. Most chapters are followed by a list of suggestions, tools, or other resources to help you develop a solution that reflects your unique needs and values.


Part III: Caregiving as a Family: How Do We Manage?






This section offers information that may be helpful for loved ones and caregivers. Individuals coping with declining health may find value in some of this material, as well.


In this section you’ll learn how to adapt to physical decline. You’ll find suggestions to maximize mobility, energy, and safety; advice for adapting to a changing appetite; tips for gathering and organizing help; and information about available resources, including hospice. You’ll learn about how to manage communication and minimize conflict within your family. You’ll also find guidance for selecting a care facility, if caregiving at home is no longer possible. Each chapter is followed by extensive checklists and other tools for quick and easy reference.


Part IV: Closure: Will I Die a “Good” Death?






This section offers information that may be of value to individuals seeking meaning as their life nears its end, and to family members supporting a loved one through this process. Not all chapters will be relevant to your situation, so read only what you feel applies to you.


In this section you’ll explore some of the challenges people may face as they review their life and search for meaning. You’ll discover how others have addressed these issues, and how they resolved them. You’ll find practical tips as well as discussion questions to help you explore your own feelings to achieve resolution, meaning, and peace.


Part V: For Loved Ones and Caregivers: Sharing the Final Days






This section offers information that may be especially helpful for loved ones and caregivers. To better understand and prepare for the issues presented in this section, consider reading these chapters before the final days.


In this section you’ll learn how to care for someone in the final days. You’ll find information about physical changes that may occur, and what these changes mean. You’ll learn how to keep your loved one comfortable, and how to recognize if she’s comfortable, even if she can’t tell you how she feels. You’ll also discover what you can do at the time of passing to honor your loved one and create a special memory, if you choose.


Part VI: How Will I Go On? Coping with Loss






This section offers information that may be helpful to loved ones beginning their grieving process.


This section provides an introduction to the journey of grief, an ever-changing process that each of us experiences in our own way. You’ll learn about common physical and emotional changes you may experience, as well as tools and resources to help you understand and cope.


Part VII: Living






This section offers information that may be helpful to anyone affected by loss, and can be read at any time during this journey.


This section relates some of the remarkable lessons I’ve been offered about life and living from individuals and families who have shared their journey with me. I share their courage, grace, and wisdom with you, in hopes that you, too, will discover your own path to meaning, hope, and peace.


I am grateful to the many families I’ve been privileged to serve and learn from in my fifteen years as a hospice nurse, providing care and support in homes, hospice residences, and hospitals. The events shared in this guide are actual experiences. One chapter, “What If We Don’t Have Hospice Care?” is a composite of two families’ similar experiences. To respect their privacy, names and other identifying details have been changed.




Nothing worth doing is complete in our lifetime,


Therefore, we are saved by hope.


Nothing true or beautiful or good makes complete sense in any immediate context of history,


Therefore, we are saved by faith.


Nothing we do, however virtuous, can be achieved alone,


Therefore, we are saved by love.


No virtuous act is ever as virtuous from the standpoint of our friend or foe as from our own,


Therefore we are saved by the final form of love which is forgiveness.


—Reinhold Niebuhr
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What Will Happen? 




The Spiritual Journey






This section offers information that may be helpful to individuals coping with declining health, their loved ones, and caregivers.


In this section you’ll learn about the special awareness, communications, and visions some people experience before passing. Information about these occurrences is offered to help you understand what you may experience, or what your loved ones might witness during your final days. These occurrences happen frequently and are well documented in professional hospice literature. They are consistent in theme, regardless of the cultural, spiritual, or religious practices of those who experience them. They may be the result of the subconscious emerging; they may have a spiritual origin, or they may have other causes. No one knows why they occur, or what they mean. Only you can decide what they might mean for you.


What Will It Be Like?
An Overview of the End-of-Life Journey


Will I Be Alone?
Will Others Be with You in Your Final Days or Hours?


Will I Choose My Time?
Does the Mind or Spirit Influence When We Pass?


Will I Be Aware?
The Possibility of Consciousness, Even If We’re Not Awake or Responsive


I Had This Dream . . .
A Description of Common Dream Themes
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An Overview of the End-of-Life Journey


Eddie






“What will it be like?” Eddie asks, holding my hand.


I gaze at him, looking for signs of fear, but see none. Instead, I see a quiet acceptance, wisdom, and a grace rarely found in this time and culture in which we live. Most of us live our lives in haste, in pursuit of goals, in denial: “I must hurry. I must have more. It will not happen to me.”


And yet it does happen, to all of us. In that realization there are both questions and choices. In the months, weeks, days, hours, and moments that remain, what will this journey be like? What will I say to those I love? How will they remember me? Will I suffer? Will I find closure? Will I be at peace?


Eddie looks at me, his hand holding mine, waiting, asking, what will it be like?


I think about the young man I’ve only just met. Labeled as “developmentally delayed” at an early age, his mother abandoned him and he became a ward of the state, growing up in group homes, making his own family, forming deep friendships bonded by his disarming smile, infectious laugh, and generous spirit. He ambled through life at his own pace, taking time to discover what most would overlook. He found joy in giving, happiness in making others smile.


Over the years I’ve come to realize that we die in much the same way as we live. If we have been open, generous, and kind in our living, we will make this final passage with that same sense of peacefulness. If we’ve spent our lives struggling for control, always fearful, always holding tight to what we have, then in death we will also struggle—against the loss of control, against the unknown, against letting go. But even then, in our final months, weeks, and days, we have a choice.


“I believe you will be peaceful,” I say. “The people here at the foster home will take good care of you, and nurses like me will come see you to ask how you’re feeling. We’ll all work together to make sure you stay comfortable.”


Eddie blinks but makes no other response, and I continue. “You’ll begin to sleep more. You won’t have all the energy you used to have. At some point, you may want to just stay in bed, and that’s okay. They’ll help you. They’ll bring things to you.”


I watch his face, looking for change, for fear, but see none. “You won’t feel like eating as much as you used to. That’s your body telling you it hasn’t got the energy to digest it. At some point you’ll probably want to eat just a little bit at a time. And when you do feel like eating, it will probably be things like pudding or custards or ice cream. That’s okay. The people here will understand why you don’t feel like eating. They’ll know that it’s not because you don’t like the food, or don’t appreciate that they brought it. They’ll know you’re not eating much because your body just isn’t up to it anymore.


“You’ll probably want to spend more time alone, just being quiet, not watching television or reading, or being with visitors. You may just want to lie in bed, or recline in a chair, resting with your eyes closed.


“In those quiet times you may think about all the people you care about, all the good memories you share with them, how they make you happy, and how good you feel that they’re a part of your life. And when you think about them, know that you’ve made them happy, too.”


A tear escapes from the corner of his eye. He does not wipe it away.


“You might also think about sad things, like how much you’ll miss your friends, and about all the things you’ve dreamed of doing, but now won’t be able to. It’s okay to be sad.” I squeeze his hand. “It’s okay to cry. Sometimes just letting all that emotion out, just letting go instead of trying to hold it all in can make you feel a lot better.”


I wait, wondering. Is this enough? Or does he want to know more? I feel a slight squeezing of his hand around mine. I nod and continue. “As time goes by, you’ll sleep most of the time. Sometimes you might dream about your old friends, people you haven’t seen in a long time. Then you might begin to dream about going on a trip. And finally, you may dream about the people you love who have already passed away. They’ll be good dreams. You won’t be afraid.


“When the time is very close, you might feel a surge of energy. Some people do. More likely, you’ll be deeply asleep, but I think you’ll be aware of what’s happening around you, even if you can’t respond.


“And I think, Eddie, when you’re ready, you’ll peacefully let go and make your journey to whatever is next.”


Another tear spills from the corner of his eye. “What is next?” he asks.


“What do you think is next?”


He shrugs. “I don’t know. . . . ”


I smile. “I don’t, either. But I think whatever is waiting for you, Eddie, whatever is next, I think it will be wonderful. I think it will be beautiful. I think it will be peaceful.”


He closes his eyes. For a long time we sit quietly together, his hand holding mine. Then he opens his eyes. His gaze travels to some distant place, far beyond me. “Will I get to say good-bye to everybody?”


“Yes, when you’re ready.”


Slowly, he nods. His gaze returns to that distant place. His mouth forms a small smile.




What is important is not what happens to us, but how we respond to what happens to us.


—Jean-Paul Sartre





THE JOURNEY






For each person, this journey is unique. You may experience some or all of these changes. Additional information can be found throughout this guide.


Months Before Passing






[image: ] Withdrawal and reflection


[image: ] Decreased appetite, changes in food preferences


[image: ] Decreased energy


[image: ] Increased need for sleep


[image: ] Vivid dreams


[image: ] Need for some assistance with personal care


Weeks Before Passing






[image: ] Minimal appetite; prefer easily digested foods


[image: ] Further increase in the need for sleep


[image: ] Increased weakness


[image: ] Increased need for assistance with care


Days Before Passing






[image: ] Decreased level of consciousness


[image: ] Pauses in breathing


[image: ] Decreased urine volume


[image: ] Murmuring to people others cannot see


[image: ] Reaching in air or picking at covers


[image: ] Need for assistance with all care


Days to Hours Before Passing






[image: ] Decreased level of consciousness or comatoselike state


[image: ] Inability to swallow


[image: ] Pauses in breathing become longer


[image: ] Shallow breaths


[image: ] Knees, feet, and/or hands becoming cool or cold


[image: ] Knees, feet, and/or hands discoloring to purplish hue


[image: ] Skin coloring becoming pale, waxen


[image: ]
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Will Others Be with You in Your Final Days or Hours?


Thomas and Luanne






“I just don’t know what to do,” Luanne says, wrapping her knobby, arthritic fingers around her coffee mug as we sit together at her kitchen table. “He won’t stay in bed. We’ve tried keeping the rails up, but he just climbs over them. Our daughter tries to help, but she just had hip surgery. I want to keep him at home, but I don’t know if I can. If he won’t stay in bed, if he keeps falling . . . ”


Thomas, Luanne’s husband, is ninety-three years old. He and Luanne have been married for seventy-two years. They live in the country, in the same house they’ve shared since their daughter was born.


“Are you sure I can’t get you a cup of coffee?” she asks.


I smile and shake my head. “Thank you, but no, I’m fine. I suspect you’re pretty tired.”


She nods. “I am, but we promised each other we’d do our best to keep the other one at home, right to the end. I’m trying, but . . . ”


I lay a gentle hand on her arm. “You’re doing an amazing job.”


“Thank you . . . I don’t get much sleep. He’s so restless. He talks. His arms move all around, and then he tries to crawl out of the bed. I do my best to keep him safe, but . . . ”


“Can you understand what he’s saying?”


“He just keeps saying he has to go. I ask if he has to go to the bathroom, and it’s as if he doesn’t even hear me. I don’t think that’s the problem, though. We’ve been using the disposable underwear for a couple of weeks now. It doesn’t seem to bother him. He doesn’t even know when he’s—” She catches her words, as if embarrassed for him.


“That’s okay. It happens.” I gaze at this extraordinary woman, at the strength that lies within her small, bent frame. What stories could she tell if we had more time? What will her life be like when the house is empty, when she, perhaps for the first time in her life, is alone?


“Shall we go see him?” I ask.


We enter the room and find Thomas on his knees, attempting to crawl over the rails of the bed. He’s small, bony, frail. Loose skin droops from arms where once there had been muscle. He’d been a farmer. He and Luanne worked the land and raised a daughter here. Fifteen years ago, in the face of urban sprawl and advancing age, they sold much of the land, keeping only a few acres around the house.


I approach the bed. Thomas doesn’t look at me. Instead, he leans to one side, to see around me, focused on something behind me. “Thomas,” I say gently. He makes no response. I step closer. Then I take another step, this time moving very close.


I look to his eyes for some recognition of my presence. But I see none. Instead, he leans right, around me, still intent on the space beyond me. Staying close, I lean right. He then leans left. I lean left. We continue like this for some time—he still looking beyond me, around me, not seeing me, I moving with him, remaining close.


Finally, he stops. His brows furrow, and for the first time since I arrived in the room, he sees me.


“Thomas, your wife is here with me. We cannot see what you see. Can you tell us what you see?”


He stares at me for a moment. Then once more he looks around me. His frail arm lifts to point. “There’s a river. It’s sparkling. It’s so bright, the sunlight . . . it’s so bright . . . And there, on the other side of the river, Tim and Al, Tony and Nate are waiting. There’s a boat. I have to get in it. I have to go to them. They’re waiting for me. I have to go . . . It’s beautiful . . . It’s beautiful . . . It’s so beautiful . . . ”


Still gazing at the place only he can see, he resumes his attempts to get out of the bed. I turn to Luanne.


Tears flow down her face. “Those are his brothers . . . They’re all gone now. He’s the last one.”



Epilogue






Luanne and her daughter decide to lightly sedate Thomas to keep him safe, to prevent him from falling. Though he’s no longer able to get out of bed, he’s still conscious, still able to murmur, still able to reach in the air until he passes away, two days later, at home, with Luanne at his side.




There is a great difference between still believing something, and believing it again.


—Georg Christoph Lichtenberg


We are here to awaken from the illusion of our separateness.


—Thich Nhat Hanh





COMMON EXPERIENCES OF THOSE NEARING DEATH






People are often only minimally aware of what is occurring around them, but appear to be participating in events others cannot see.


Some common behaviors include:


[image: ] Fingers plucking at the covers


[image: ] Reaching or grasping at objects not seen by others


[image: ] Seeing people others cannot see


[image: ] Asking for loved ones who are deceased


[image: ] Seeing and/or talking with loved ones who are deceased


[image: ] Stating “I need to go” or using similar language, often accompanied by restlessness


[image: ] Attempting to go toward what they see


[image: ]


To learn more about near death awareness and experience, read Consciousness Beyond Life: The Science of the Near-Death Experience by Pim van Lommel.




















[image: ] WILL I CHOOSE MY TIME? [image: ]



Does the Mind or Spirit Influence When We Pass?


Pete






“I’ve been waiting for you,” Pete says, wheeling his chair toward me as I step in the door to start my shift at the hospice. “I’ve decided I’m ready to go today.”


“Go where?” I ask, surprised to see Pete up at 6:30 in the morning.


“I’ve decided that I’ve taken care of everything I need to. I’ve fought long and hard. I’m ready to let go and pass on to whatever’s next. I’ve decided to die today.”


I sit beside him. He’s on more than a dozen medications and artificial IV nutrition—aggressive therapy designed to prolong life. “Today?”


Pete nods. “Today.”


“Okay,” I say, keeping my skepticism concealed. Even if we stop the medications and IV nutrition, he likely won’t pass for at least another week. But this is his life, and I’m here to support him.


“Can we talk in the garden?” he asks.


I follow as he wheels out the door and down the path, into a patch of early morning sunshine. “Did something happen to bring you to this decision?” I ask.


He squints at the sun. Finally, he shakes his head. “You know, I’m just ready. I’ve made my peace with this, with a lot of other things in my life—the good and the bad. I have a lot of good friends, and I’ll miss them, but it’s time.” He turns to me. “It’s not so much about being tired of this life, this fight. Yeah, it’s pretty tough a lot of the time. But I guess I’ve reached a place where I accept that I’ve finished all I need to, and I’m ready to discover whatever’s next.”


His mouth lifts in a crooked smile. “You know, I never imagined I’d be at this point. It just kind of happened. And it’s like this huge weight has lifted off me. Call it acceptance; call it peace; call it whatever you like,” he shrugs. “But the sun is shining, and I feel good about this. I’m ready to let go and let whatever happens, happen.”


“How can we support you?”


He reaches for my hands. “Thank you.” He draws a deep breath. “I’ve been sitting out here, watching the sun come up, thinking about what I want today. I think I’d like peaceful things around me. I’d like to spend the morning in the garden. I’d also like a big breakfast of eggs and bacon and pancakes. I probably can’t eat it, but I can taste it, a bite or two maybe, and I’d enjoy that.


“After breakfast I’d like to come back to the garden and plant a rosebush. A friend of mine has been keeping my roses for me since I got sick. I used to keep a few bushes on my apartment patio. They’re really beautiful, with this abundance of soft, pink, delicate blooms that smell wonderful. Whenever the first buds appeared I knew that summer was just around the corner.”


He smiles. “I’d like to leave something here for the people who come after me. Something to make them smile. Something that will remind them, even with all they have to deal with, that there are still wonderful things, like blooming roses, all around them.”


“Thank you. That’s a nice gift to give everyone.”


“In the afternoon I’d like to have a few friends come by for a visit. I don’t think I want to tell them I’m going today. I just want to enjoy being with them. I want to laugh with them. I want to have a good time. Maybe they can help me plant the rosebush.


“Then in the early evening I’d like a long, hot bath in the Jacuzzi tub, with scented soap.” He turns to the garden. “I’ve lost most of my sense of taste, but my sense of smell is still keen. It’s something I still enjoy.”


He gazes at the garden for a few moments. “Afterward I’d like a massage with some scented candles burning. I’d like some nice music, too. Mozart, maybe. Then I think I’ll just close my eyes and let go.”


“Okay,” I say. “I’ll get breakfast ordered and arrange for the massage. I’ll also make sure the rest of the staff know what you want.”


He reaches for my hand and gives it a firm squeeze. “No more medicine. No more IVs.”


I nod. “No more.”


At the end of my shift I step into the garden and join Pete as he sits beside his rosebush, helping it settle into its new home. Seeing me approach, he snips a delicate bloom. “Here,” he says, offering it to me. “Enjoy.”


I reach for the blossom. “Thank you,” I say quietly, wondering if I should say good-bye, wondering how he will feel if he doesn’t pass as he plans, when he has more days, a week, longer perhaps, to wait for his body to catch up with his spirit on the next step of his journey.


He takes me in his arms. “Let’s not say good-bye,” he whispers. Then he straightens. He manages a smile and a small wave.


I take my cue. We exchange one last, meaningful smile that speaks a language of its own. Then I turn to leave.


The next morning I pull into the parking lot, thinking about Pete, hoping he can still feel that sense of peace, not disappointment, or anger, or frustration at not passing as he planned. I step in the door and am astounded. Just before midnight, as the scent of lavender filled the air and Mozart played, Pete passed away.


Hal and Jane






Late in the night at the hospice house, I assess Hal. He is nonresponsive. His body tells me he will live another few days.


Jane, his wife, draws his hand to her tear-stained cheek. “I just want to be with him . . . ” They are newlyweds, she tells me. Both in their late forties, neither had expected to find such a deep love.


She then shares the rest of the story, of his visit to the doctor the week before for a persistent headache. The headache hadn’t stopped him from working, or exercising at the gym, or biking. The news came two days later: an inoperable brain tumor.


Anticipating a lifetime to share a love she never expected to find, she is devastated. Hal is strangely accepting of the situation. He exhibits no denial, no anger, no fear. He supports her as best he can, but tells her, “I’m ready. I accept this. I’m at peace. I hope you’ll find peace as well.”


I look at the man who only a week before was fully engaged in life, who only moments ago I believed would live another few days. Physically, his body is not yet at that edge, but I realize it’s his spirit, his sense of peace and acceptance that leads the way. “Would you like to spend the night in the bed with him?” I ask.


Jane looks up. “Can I?”


In the first light of morning, lying in Jane’s arms, Hal takes his final breaths.




The only journey is the journey within.


—Rainer Maria Rilke





SUGGESTIONS FOR ACHIEVING ACCEPTANCE






Why are you ready to let go?


[image: ] Do you wish for your life to end as quickly as possible, or are you at peace and open to whatever may come?


[image: ] If you wish for your life to end quickly, why? Can the reasons for your unhappiness as you experience this remaining time be addressed or resolved?
See “I’m Afraid to Lose Control . . . ” (page 124), “I’m Not Ready . . . ” (page 131), “Is It Too Late to Make Amends?” (page 137), and “I’m Ready—Why Am I Not Going?” (page 141).


To achieve peace with your situation and acceptance of what may come, consider the following:


[image: ] Conclude any unfinished business.


[image: ] Surround yourself with what holds meaning and offers peace to you.


[image: ] Say good-bye to loved ones.


[image: ] Feel no pressure to adhere to a time line or schedule.


[image: ] Accept and enjoy the passage of time, whether hours, days, or weeks, until you pass.


[image: ]
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