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To the people who participated in my research project 
and thereby became my teachers. In some way they gave voice to the 
thousands of people who have died while receiving care on the Palliative 
Care Unit at St. Paul’s Hospital; and
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Introduction

Facing Death

Talking about dying is very difficult. We are afraid that talking about death beckons it. We all know death is inevitable; death fascinates and disturbs us; but we don’t want it to happen. Maybe, we think, if we don’t talk about death, death might not notice us. Maybe if we ignore death, we might delay or even elude it.

For more than fifteen years I have worked, as a doctor, with people who were dying. They taught me many things—for example, that I didn’t know how to talk to them about dying. And peculiar as it may seem, they taught me a lot about living.

Ten years ago, I sat next to a dying woman and wondered about the pain she was experiencing. Her name was Alice. She had cancer. She had been on the palliative care unit of St. Paul’s Hospital in Vancouver for a considerable amount of time, and I felt that I knew her well. Every day I went in to hear her report of the nagging pain in her chest. It was no surprise that she had such pain, for she had lung cancer—inoperable, untreatable lung cancer. But very often we could control patients’ pain with medication. Alice’s pain seemed not to respond to anything we tried. I experienced a growing sense of frustration  and an increasing wish to avoid witnessing her pain. Her anguish was so real, so apparent in her eyes and in the tone of her voice. I didn’t want to give in to the sense of emerging incompetence I felt about not being able to help her. Alice was facing death, and I was facing a sense of failure.

Team members asked, “Isn’t there anything else we can do—increase her medication, add another drug, call in the music therapist, pastoral care, or perhaps physiotherapy?” The team had cared for many other people with lung cancer. Those people were testimony to the fact that cancer pain could be controlled, shortness of breath usually managed. Logically, we could only assume that Alice’s pain was just like that of the other patients, and yet its effect on her was very different. This seemed to be a rare case of pain that could not be controlled. What were we missing? What was different about Alice? What was I to do? How could I understand and treat this woman’s pain in a way that could free her of it or at least reduce her suffering?

With a sense of desperation, I entered her room one more time. Her grimace told me that she was still in terrible pain. I decided to ask a question I had never asked a patient before. Holding Alice’s hand, I said, “We haven’t been too successful in decreasing your pain. I wonder whether it’s possible that the pain in your chest isn’t a pain that’s coming from the cancer. I have a sense that it is a pain in your heart, one I can’t touch.” Her eyes told me I had said something that rang true for her. She said, “Yes, the pain is in my heart. It has to do with my daughter, Ruth. She is marrying a man I do not approve of, and I told her so. My daughter, my only child, did not want to hear that message. I had to tell her because by the time she realizes that he’s no good for her, I will no longer be alive. I don’t expect ever to be free of this pain, and what’s more, unless circumstances change for Ruth, I don’t want this pain to be taken away.” As we talked, it became clear that she was relieved to finally be speaking with someone about her “real” pain.

Caring for Alice resulted in an “Aha!” for me. As soon as she responded to my question, I knew that unless the situation changed between her and her daughter, Alice would die suffering the loss of relationship with her only child. There were no medications for the anguish she was feeling. It was preposterous to think that I could affect the pain that had resulted from a broken relationship between a mother and her daughter.

Alice, like others before her and many since, taught me that dying is more than just a physical event. It is a process that includes one’s whole being—physical, psychological, and spiritual. But Alice’s situation in particular resulted in a new insight for me, namely, that I was ill-equipped as a palliative care physician to address or understand what psychological and spiritual pain was all about. Medical school and residency training had not prepared me to meet that challenge. The best I could do was acknowledge that her pain experience was beyond my skill and training at that time. Why had it been so difficult for me to ask Alice about the “pain in her heart”? Why had it taken me so long to recognize the complexity of her pain? We actually experienced similar emotions (similar in kind but not in degree): her sense of failure as a mother, my sense of failure as a palliative care physician; her anxiety about dying, my anxiety about being incompetent. We also shared a deep sense of relief that the unspeakable had finally been spoken.

Alice also taught me that dying is hard work and that for the most part dying includes suffering, some of which may never be resolved. Interestingly, my grandfather said the same thing. He spent the last days of his life in an extended care facility. It was there that he said, “Dying is hard work—not the physical part, but that part which is the inside of me, the work about who I am, who I have been, and who I will be.” Dying presents a challenge we would rather avoid or ignore.

Alice longed for a peaceful death, a time of serenity and completeness. At times, she did appear to experience the peace she longed for.  There were also times of grief, anger, and sadness. People who are dying experience all the emotions people feel through the course of a lifetime. As much as they might know fear, loneliness, guilt, shame, and despair, they can also experience hope, joy, and intimacy. Dying is not void of the painful emotion we experience in living. At the same time, dying, like living, presents opportunity for personal growth and development. Dying involves choice. And for some people, the moment of realizing that death is inevitable, that their time is limited, marks the beginning of a new way of being. People generally die as they have lived. They can choose to embrace a particular event, or exist passively as though the inevitable—in this case death—is avoidable.

Is the experience of dying any different from that of living? Living is hard work, and for most people life includes suffering. Living presents challenges many would rather avoid or ignore. Living, like dying, includes choice.

As a physician, I have worked to control people’s pain and to decrease their suffering. For some people, suffering includes depression and/or anxiety, both of which can often be treated with appropriate medication like antidepressants and antianxiety medication. Often I feel some relief if my patients’ suffering is diagnosed in this way, because I know I can prescribe something that will diminish the intensity of their suffering. But there are no medications for loneliness, grief, fear, and despair. How do I respond to the suffering that results from those emotions?

Alice raised my level of awareness. What I learned from her made me think and feel differently about “whole-person care.” I started to ask different questions. How could I begin more effectively to address the spiritual and psychological pain and suffering of the people I met in my practice every day? How could I address it if I didn’t even understand it? What would it be like to know that I would die within hours, days, weeks, months, or even in a year or two? If my doctor  told me I had a terminal illness, would I live differently? If I had a “true” understanding of the experience of living with a terminal illness as conveyed to me by my patients, would I practice medicine differently? Are we transformed once we have been told we are going to die? Do we see our relationships from a different perspective? Does our understanding of God influence us during that time? Who could and would answer these questions?

Only people with a terminal illness know what it is like to live with such an illness. They are the people who hold the knowledge, who know the lived experience of having a terminal illness. They are our best teachers. They are the ones who could answer my questions. How might they be heard and understood? How could I learn to listen, to really listen to what people were saying rather than to listen for the information I wanted to hear?

Before Alice, when I saw patients in pain I focused primarily on the physical components of pain. Many times I felt that I was doing the work of a detective, finding the cause of the pain and working to understand its every detail. I worked to identify the disease, ordering tests and prescribing appropriate medications or treatments to stop or reverse the disease process and enhance the quality of life. I had a vague sense that there must be more to what my patients were experiencing, but I was not certain how to address it. I wonder now whether my patients, during the course of my questioning, ever felt interrogated. I rarely asked questions about the impact of the disease on their life, their hopes and dreams, their relationships with others, or their belief system. Practically speaking, I wasn’t even sure how I could ask those questions in the very limited amount of time I had during a scheduled appointment. But more important, what would I do with the answers?

In order to understand what it meant to live with a terminal illness such as cancer or AIDS, I decided to research the following question: What is the lived experience of knowing you have a terminal illness?  What is it like to get up every day knowing that the disease within you will likely cause your death? The methodology I used was that of existential phenomenology. What does that mean? It means that I had to stop being a detective. I had to learn to listen, not only with my ears but with my heart as well. I had to set aside biases, to stop seeking to predict, explain, or control the disease’s progression. I had to suspend judgment and hear the testimony, to bear witness to the experience of living and dying with a terminal illness.

Personally, that was a difficult process. In addition to the type of judging we do almost automatically in many of our relationships and encounters every day, my training as a physician had taught me that my job was to judge, in the name of assessment, what was happening with regard to the disease process for which the patient was seeking my professional expertise. Now I had to relearn how to “be with” another person, how to hear what was really being said. This was something I could not learn on my own, and I realized that I needed additional training in listening and in understanding the psychological and spiritual experiences of the people I knew as patients.

Six years after meeting Alice, I enrolled in an interdisciplinary doctoral program to study the spiritual and psychological issues at the end of life as experienced and described by people who knew they had a terminal illness. This was supported through the Soros Faculty Scholar Program’s Project on Death in America, based in New York, St. Paul’s Hospital in Vancouver, and the University of British Columbia.

One of the first courses I took was an undergraduate course in counseling psychology. Its purpose was to develop skills in communication, primarily in listening. My grade in the first portion of that course was poor. The professor kept reminding me that I was very good at asking questions (being a detective) and equally limited in my ability to listen (bearing witness) to the real message that the speaker was attempting to get me to understand. The set of skills I needed to bear witness was very different from the skill set required to be a detective.

That course marked the beginning of the development of new skills that changed my understanding of what an effective doctor-patient relationship is. I learned to see a person experiencing an illness, rather than a patient in some stage of a disease process. In time, I would be able to combine the skills of being a witness with those of being a detective, but while exploring the spiritual and psychological issues at the end of life I made being a witness a priority. I had to focus on the personal experience of those who were living with an illness that would eventually result in death. I had to respect that whatever those people were saying was their truth, their reality, their experience of living with a terminal illness. They were, indeed, living with dying. This was the basis of my research project, and it is the primary theme of this book.

More important than any of the courses I took was the time I spent with people living with a terminal illness. They had learned from their doctors that their disease could not be cured. They had been told that the disease within them would likely cause their death, that they had less than a year to live. As a physician, I had been at the bedside of hundreds of people who were dying, some in my presence, others who would die in their own time—that is, in minutes, hours, days, weeks, or months. I had many impressions of what that experience was like. Now I wanted to confirm or dispel those impressions by hearing and observing the words, the descriptions, the direct experiences of individuals with cancer or AIDS. I wanted to understand the complexities of the physical, psychological, and spiritual components of knowing what it is to live with a terminal illness.

Before I became a physician I had the opportunity in the early 1980s to be with two people who were dying: my roommate and my father-in-law. I will always remember Rob, my roommate, for his generosity, his humor, and his pain. I benefited from his generosity when I moved from Winnipeg, Manitoba, to Halifax, Nova Scotia, after completing my undergraduate degree in sociology. I had been assured  of a job in Halifax before moving there and learned upon my arrival that the job had been given to someone else. I met Rob through some friends. His roommate had just moved out. He invited me to join him, adding that he would absorb the rent until I found a job. I experienced his humor every day as I looked for work and then as we became good friends.

And I witnessed his pain after he was diagnosed with cancer. If I had known in 1980 what I know now, I would have spent more time with Rob, talking about his fears, his sense of failure in not being able to hold on to the belief that his cancer was curable, his confusion about the injustice he felt about being so young and terminally ill, his anger toward his friends who didn’t want to hear his truth, his questioning who and where God was in all his pain and suffering. I would have been silent with him, and laughed even more with him, because he was one of the funniest people I have ever known. I would have held him when he felt so alone with his questions, his pain, his losses, his shattered dreams. Rob was one of the reasons I chose to work in palliative care.

In the case of my father-in-law, my wife and I would not have left his room the last night of his life just because the hospital staff told us to go home. The change in his breathing pattern was such that they must have known that he was dying. We left without saying the goodbye we would have said, without speaking the truths we would have spoken. We were not there to hold his hand even in his unconsciousness. That time was so precious, but the opportunity to complete our relationship evaded us because we didn’t know what to do or to say—other than to believe the doctors and nurses. That was such a frightening time; death was so close, and we didn’t understand what was going on.

The time of dying is a frightening time. We fear death. We have a sense of anxiety and panic that life is beyond our control, passing us by. We are awkward in speaking our truth, just as we have been awkward in speaking the truth to each other before the dying process  started. For my wife and I, it seemed at the time that silence might be more appropriate than conversation. We could speak later. But later never comes. Death comes and, with it, silence, a permanent, implacable type of silence. Oh, for just one more hour, five more minutes! But silence fills the space. Questions go unanswered, feelings of love and affection are never expressed, never shared.

Grief sets in. My wife and I deeply regret not having had more conversations, direct and intimate conversations, with my father-in-law. The missed opportunity seems so final, so sad, so irreversible. Twenty years later, that sense of incompleteness lingers in our memories and causes my wife considerable pain. She still longs to bring the death of her father to a better resolution, a more dignified closure, a farewell that would honor who he was in her life.

How might the last days of my father-in-law’s life have ended differently? What might the nurses or the doctors have said to us, rather than suggesting we go home? What might a conversation at the end of a loved one’s life be like? I wish I had known then what I know now about the process of dying. I wish someone had talked to us about dying and living, about being present at his bedside even when he could no longer communicate. The most important thing I know now that I didn’t know then is this: People who are dying are still living. This simple insight is my primary message.

 



 



The purpose of this book is to provide a guide for people who have a terminal illness, who know someone who has a terminal illness, or who choose to enhance their understanding of the dying process. It will provide:
• direction in speaking the truth before your own death with family members and close friends who are dying 


• ways of encouraging another person to speak their truth

• methods for listening when someone is speaking their truth

• information to enhance your understanding of the doctor-patient relationship

• how to speak about difficult subjects

• how to ask questions pertaining to your illness or that of a friend or family member

• what to consider in making decisions regarding treatment, care plans, and end-of-life issues

• how pain is assessed and treated

• methods for exploring personal psychological issues and concerns

• a process by which you will be able to review your life—and leave a legacy of your story for others—if you choose to do so

• examples of the experiences of others who lived with a terminal illness

• the means by which you can do some of the work (unfinished business) that needs to get done before you or someone close to you dies





This book is based on stories, the stories of people who knew they were dying. By confiding in me, some of them experienced healing, and others realized the extent of their despair. As Clarissa Pinkola Estés, an international scholar and a psychoanalyst, says of stories, “A story is not just a story. In its most innate and proper sense, it is someone’s life. It is the numen of their life and their firsthand familiarity with the stories they carry that makes the story ‘medicine’ ... a medicine which strengthens and arights the individual and the community.”

These stories are combined with my personal experience of being with friends and family members at the end of their lives; my education in medicine, counseling psychology, and theology; my clinical  experience as a palliative care physician; and my research experience of bearing witness to those who told me what it was like to live with the knowledge that they would very likely die from the disease they had. From these people I wanted to hear about the experience of living with a terminal illness, particularly the spiritual and psychological issues at the end of life. I wanted to hear from people who were willing to speak openly about their experience and to have them confirm, modify, or reject the themes I identified in the stories they told me. I listened to their stories, recorded our conversations, transcribed the tapes, identified themes, and checked back with them so they could confirm that what I had heard and identified was accurate. In some instances I had not heard or understood them correctly. In that case, I would either correct or exclude the information. I sought to integrate what I heard from them into a book for people who have a terminal illness or who are caring for someone who does, a book that offers insight and understanding as well as approaches, strategies, and actions for facing death—and thus for embracing life.

The people who agreed to speak to me about their experience of living with a terminal illness had been diagnosed with either cancer or AIDS. They knew what it meant to be dating, married, partnered, separated, divorced, widowed. Some were gay, some straight. Some of them were childless, others had children; some adopted children, some were themselves adopted, and some had grandchildren. Their ages ranged from the mid-twenties to the mid-eighties. They were teachers and students, blue-collar workers, businesspersons, health care providers, government employees, and retirees. They were both rich and poor. Some lived on welfare, and others were able to do anything they pleased financially. They spoke of their roles as parents, as children, as employees, as friends. A few of them spoke of being spouses or lovers. They described their favorite times, their painful times, their favorite places and fondest memories.

What did they want others to know about their experience? For the most part, they wanted to be heard and to be understood simply for who they were in the world—in their families, in their work, in their pain, in their isolation, in their grief, suffering, and hope. In this book, you will find the words and stories of people who knew they would die before too long. Their emotions, concerns, and experiences are described in their own words. Their words are quoted at length, their identities disguised. In some instances I have combined the experiences of several people; in others I have divided the varied experiences of an individual.

I learned from these people by spending time in their homes. Many of the interviews lasted for an hour or more. I visited many of them numerous times over several months. A few were interviewed in the hospital. I wanted to hear whatever it was they wanted to tell me about their experience. Although I had specific topics to raise in case they could not be spontaneous in telling their stories, I rarely asked questions. The people simply wanted to tell their stories, to relate to someone about living with dying. And as I interviewed them, their descriptions of their experiences all seemed to focus around nine concerns or themes:
• their changing perceptions of time, what it means, and how to spend it

• the suffering that resulted from the experience of hearing their terminal diagnosis for the first time and the need to communicate effectively with health care professionals

• physical pain, its reality, and its effect on who they were

• the importance of being touched and being in touch

• the natural process of reviewing one’s life (looking back) once one understands that dying is a reality

• speaking and hearing truth 


• longing to belong, that is, to understand who they were, in the past with regard to their original families, as well as in the present with regard to their chosen (adult) family

• asking the question Who am I? in the search to know who they were in the present, free of the expectations of others

• experiencing transcendence—meaning, value, God, spirituality, a higher being greater than oneself





Each of these themes forms the core of a chapter in this book. The first half of the book (chapters 1-4) includes stories about the experience of having a terminal illness and of dealing with it on a practical level. The second half (chapters 5-9) pertains to the psychological and spiritual experience of that journey.

The people who participated in this study did so with the hope and expectation that the lessons I learned from them would be passed on to others who had a terminal illness, to the families and friends of others who had a terminal illness, and to those who give care to terminally ill people as professionals and as volunteers. They hoped that by speaking about their experience they could make a difference in society and that the suffering of others in a similar situation might be reduced, eliminated, or given new meaning. Specifically, they wanted the information they offered to contribute to changes in the care that doctors and nurses provide to people who are dying. They believed that their truth could serve as a key to unlock the knowledge, compassion, and commitment needed to provide a more comprehensive method of caring for people at the end of life. They longed for others to know about them: the difficulties they experienced in being taken seriously by doctors and other health care providers; the uncomfortable memories that surfaced during the last period of their lives and the truths that had never been spoken; their legacy in terms of children, work, students; and  their sense that spiritual strength was increasing as their physical body weakened.

It is because of their courage and their deep desire and commitment to contribute to change that I felt compelled to write this book. In fact, many of them asked me to do exactly that. I do so as a conduit, a messenger, a bearer of information that at some time or another will be relevant to each of us. I have taken their stories to heart. Their truth must be spoken. It is a truth about their reality, their closeness to death, their desire to be fully alive, to be healed in their psychological and spiritual wounds if not cured of their physical disease. Their stories mean you don’t have to be alone in your experience of dying or of living. For in our aloneness we are broken, and in our standing with others we cannot be broken, as is described in this story by Clarissa Pinkola Estés:
One Stick, Two Stick: The Way of the Old African Kings

An old man is dying. He calls his people to his side. He gives a short, sturdy stick to each of his many offspring, wives and relatives. “Break the stick,” he instructs them. With some effort, they all snap their sticks in half.

“This is how it is when a soul is alone and without anyone. They can be easily broken.”

The old man next gives each of his kin another stick, and says, “This is how I would like you to live after I pass. Tie your sticks together in bundles of twos and threes.” He waits quietly as his family ties the sticks together. There are many bundles, some of two sticks, some of three sticks. “Now, break these bundles in half.”

No one can break the sticks when there are two or more in a bundle. The old man smiles. “We are strong when we stand with another soul. When we are with others, we cannot be broken.”





In this book, the stories of my “teachers,” my “coresearchers,” as I call them—people who knew they were dying—are combined with other  stories from wisdom literature, folktales, myths, and religious traditions. In addition, each chapter includes what I call “practical wisdom,” which consists of ideas, strategies, and methods for making use of the information and evidence these dying people provided. It is my hope that in reading the stories and in integrating the practical wisdom healing can occur for you.






CHAPTER ONE

Time and Anxiety

A lot of people want time.

Brent


 



 


As time is the most valuable thing we have, because it is the most irrevocable, the thought of any lost time troubles us whenever we look back. Time lost is time in which we have failed to live a full human life, gain experience, learn, create, enjoy, and suffer; it is time that has not been filled up, but left empty.

Dietrich Bonhoeffer


 



 


Time is constantly in us and around us; nevertheless, we cannot grasp it.

Kurt R. Eissler




Gilgamesh and the Tree of Life 

Young Gilgamesh and his friend Enkidu fought many hard battles against monsters and demons, and always returned victorious. But Enkidu incurred the wrath of the great goddess Ishtar, who persuaded the other gods that Enkidu must die. When Gilgamesh found out about the unexpected and unfair death of this bravest and most beloved of comrades, the hero mourned deeply. He mourned not only because he missed his friend, but also because Enkidu’s death reminded him that he too was mortal and would one day die.

Being a hero, Gilgamesh could not sit about pondering the ultimate fate of humanity. He decided to go in search of immortality. He knew that his ancestor, Utnapishtim, the survivor of the Great Flood sent by the gods to punish humankind, was the only earthly creature ever to have achieved immortality. He was determined to find this man and learn from him the secrets of life and death.

At the outset of his journey, he came to the foot of a great range of mountains guarded by a scorpion-man and his wife. The scorpion-man told Gilgamesh that no mortal had ever crossed the mountains and braved their dangers. But Gilgamesh told him the purpose of his quest, and the scorpion-man, full of admiration, let the hero pass. Gilgamesh traveled for twelve leagues in darkness and eventually, arrived at the abode of the sun-god. The sun-god warned the hero that his quest was in vain, but Gilgamesh would not be dissuaded and went on his way.

At last, he arrived at the shores of the sea of the waters of death. There he met a guardian, a woman with a jug of ale, who, like the scorpion-man and the sun-god, endeavored to dissuade him from his quest. The ale-woman reminded him that life was to be enjoyed:

Gilgamesh, where do you wander? 
You shall not find what you seek. 
When the gods created human beings, 
Death is what they allotted to mortals,  
Retaining the secret of life in their own hands. 
Let your belly be full, Gilgamesh, 
And make a feast of rejoicing each day. 
Day and night, dance and play. 
Bathe yourself, and pay heed to the child who holds your hand, 
And let your wife delight in you. 
For this is the task of humankind.






But Gilgamesh could not forget Enkidu or his own eventual demise. He pushed on to the end of his perilous journey. By the shore he met the ancient boatman who had been the steersman of Utnapishtim’s boat when the Great Flood destroyed most of the world, and he commanded this old man to ferry him across the waters of death. But the boatman told him to make a boat himself and never to touch a drop of the waters of death as he rowed across the sea. Gilgamesh did as he was instructed and, finally, arrived on an island where dwelt the survivor of the Great Flood.

But Utnapishtim only repeated what all the others had told the hero: the gods have declared immortality for themselves and have assigned death as the lot of humankind. Gilgamesh, abandoning hope at last, prepared to depart. But Utnapishtim took pity on him and told him of a secret Tree that grew at the bottom of the sea, which had the power to make the old young again. Gilgamesh rowed out to the middle of the sea, dived into the waters of death and found the Tree, bringing a branch back to his boat. He crossed safely to land again and began to make his way home with his treasure concealed in a sack. On his way home, he stopped by a pool to bathe and change his clothes. But a serpent, creeping near, smelled the heavenly scent of the Tree of Immortality and carried the branch off and ate the leaves. This is why the serpent is able to renew itself by shedding its skin.

Gilgamesh the hero knelt down by the pool, put his face in his hands and wept. He understood now that what he had been told was true: even the mightiest and most courageous of heroes is human and must learn to live with joy in the moment and acceptance of the inevitable end.
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Time is. Time never stops. But we live our lives as though we will endure forever and, like Gilgamesh, believe on some level that we are immortal. Gilgamesh witnessed Enkidu’s death and yet denied his own mortality. He saw his closest friend die yet imagined that he could escape human destiny. Like young men going to war, he believed that only those beside him would be killed and that he would be spared.

The Mahabharata, the great Indian epic, asks this question: What is the most wondrous thing in the world? The response is that people growing old and dying can be seen all around us yet we think it will not happen to us. Death happens only to others, those who are older, those of our parents’ generations, those who are sick, our neighbors—but not to us. We have time to spend, time to spare, time to procrastinate, time to waste.

Sixty seconds in a minute, sixty minutes in an hour, twenty-four hours in a day, seven days in a week—this is chronus, the chronological marking of time. It is the same for each of us, day after day, season after season, year after year, generation after generation. Chronus is linear time. But there is also personal time, psychological time, the experience of life—this is kairos, time noted for its dimension of depth. When asked to define time, Augustine responded, “If no one asks me, I know; if I want to explain it to a questioner, I do not know.”

The moment someone is told that their illness will likely result in death, time changes. Paradoxically, for a period time stops. Some may hear the message when they are feeling well, unaware of the disease process advancing within their body. Others may actually welcome the information in some strange way because it gives legitimacy to their experience of the previous days, weeks, and months. It helps to make sense of the fatigue, the pain, and the other symptoms that initially infringe on, then intrude on, and eventually seem to invade their lives. Some people deny those symptoms initially; others deny them indefinitely. Some people recognize that the symptoms mark  the beginning of the end and that their time is limited—that they are running out of time. You may feel that way, especially if you have already been told that you have a terminal illness, that you only have a certain amount of time remaining.

As much as the diagnosis of a terminal illness marks the end, it also serves as a beginning—an opportunity to ask what the time remaining in your life means to you. How important is the present, how important is now? What am I able to do and say in the time and with the energy that remains in my lifetime?


Although you likely picked up this book because you already know that you have a terminal illness, imagine for a moment that you have not yet received that information. You have been experiencing pain in one area of your body and made a recent visit to the doctor, who ran some tests. You are scheduled to see her today to discuss the test results. If you have recently been given the diagnosis of a terminal illness, you can skip this story or compare it to your own experience:

You wake up this morning and go about your usual morning routine. You go down to the kitchen and make coffee, then stand at the window, looking out at the morning sunrise. You remember the adage—“Red sky in the morning, sailors take warning”—something your grandfather used to say to you when you spent your summer holidays on the East Coast. Is it a memory or a premonition?

You go upstairs to shower. The water is particularly refreshing, the scents of the shampoo and soap unusually intense. The towel feels soft today, even over the painful area—the reason you went to see your doctor a week ago. You hope you didn’t wait too long to make that appointment. Even after you phoned, you had to wait six days for an appointment. She would likely have seen you sooner if you had expressed concern, but you didn’t want to make a big deal of it. She’s busy, too, her time important. You wrap the towel around yourself and begin combing your hair. You avoid looking in the mirror for fear  of the message you might see. You have the same apprehension about stepping onto the bathroom scale. You substitute the towel for a bathrobe.

Walking back to the kitchen, you notice that the pain seems to be less severe than it was a week ago. Perhaps it was just your imagination. Perhaps you could have avoided the doctor’s visit altogether. The smell of coffee invites you to read the paper. Usually this is your favorite time of day—really, your only time to be alone in the house. But today it is strangely quiet, and you are too alone. You place the newspaper on the kitchen table, scan the headlines, and read a few columns. Briefly, you get lost in the scores and stats of yesterday’s hockey games. You turn a few pages and try to occupy your mind with the clues for the crossword puzzle in front of you, unable to fill the numbered squares at your usual pace. It’s difficult to concentrate. At some level, you are aware of what the day might bring, despite the effort to avoid such thoughts.

Periodically, alarm clocks go off throughout the house; one sounds like a rooster, another plays a tune, a third, a powerful buzzer, seems loud enough to rouse the neighbors. The alarms are set to wake the other members of your household; they’ll fight for their turn in the bathroom and prepare for the day. The musical alarm sounds every five minutes, as your teenage son keeps hitting the snooze button for that extra few minutes of sleep, that sense of suspension in time, the time between being asleep and becoming wakeful, the time that precedes responsibilities. Eventually everyone is up and dressed. Your youngest daughter talks a lot at the breakfast table. She’s excited about the day’s activities—school, friends, soccer, dance lessons. It’s a welcome diversion from your thoughts. The other family members eat in their usual silence. You and your spouse review appointments, kids’ activities, and other responsibilities. Then the kids are off to school, adults off to work—everyone is on time today.

The morning at work is uneventful—meetings, projects, telephone  calls. Just before lunch, your work is set aside for your doctor’s appointment. You are reminded again that this is test-result day. Since undergoing the tests, you have vacillated between ignoring and dreading the possible diagnosis. Arriving a few minutes early, you sit in the waiting room, next to a woman with a newborn. A toddler plays with the toys in the children’s corner. While you wait, you leaf through one of the magazines on the table beside you. You see the words but don’t really take them in.

The receptionist calls your name once, twice, then you hear her. She shows you to your room and says the doctor will be with you shortly. Still waiting, you look at the pictures on the wall—a Norman Rockwell painting, a nutrition guide, a poster about the dangers of smoking. Your doctor knocks lightly on the door and walks in. After a warm greeting and a very brief exchange about your families, she says, “I have some information for you today, which is difficult for me to share with you. I have received the results of the tests we ordered last week. I am sorry to have to tell you that you have cancer.”

Time stops. Instantly, you are emotionally numb and frozen in thought; you don’t hear, you don’t feel. The doctor’s lips are moving, but you don’t hear what she is saying. Later, you look at a piece of paper the doctor handed you. It contains the diagnosis and another appointment time. You don’t remember the conversation. From the moment you hear the word “cancer,” something inside changes. Despite the wish to wind back the clock or to keep hitting the snooze button, it can’t be done; time is irreversible. You cannot go back to the breakfast table to start the day again, you cannot go back to change other events or recapture moments of the past.

A sense of ambivalence begins to set in, characterized by two questions: Do I embrace living, or do I prepare to die? Surely, there must be something that can be done to reverse the disease process. My doctor is wrong, they mixed up the specimens at the lab, somehow my name got mixed up, it’s not me. As much as you dread the diagnosis, you know on some level that it’s true. The  doctor’s message that you have cancer will have a profound effect on you and on your family.

You stop at home before returning to the office. Again, you make a cup of coffee and sit at your spot at the table. While the silence and your aloneness were apparent this morning, now they scream at you. The reality of death, of mortality, interrupts your thoughts for the first time. Like a dog emerging from a swim, working to shake the water from his coat, you work hard to free yourself from the intruding reality. You wait for your spouse to come home for lunch. You don’t remember having ever experienced time such as this. You’re waiting for your spouse to come and yet you dread that moment. When shared with your life partner, the news will ascend to a new level of pain. The sound of a car door ends your speculation of what the next minutes will bring. Waiting ends, at least for the moment.


Waiting 

In the context of our lives we often wait. We may even forget to appreciate the present because we are waiting for some event in the future. We tolerate the mundane features of our work in anticipation of a vacation months away, the cramped space of a small apartment in the hope of more space in the future, or the inconvenience of a longdistance relationship with the hope of living together in due course. The experience of living with a terminal illness includes a great deal of waiting.

Consider the waiting that characterized the experience of my coresearchers, that is, the people who participated in the study.

First, you wait to see the doctor:
I had a shower one afternoon in the summer. One side of my bathroom is all mirror. As I dried myself, I noticed the left groin area was full and the right looked normal. I put my hand on the protuberance  in my left groin. It seemed to be the size of a large egg. I was alarmed. I tried moving my leg in several different positions and decided that indeed I did have the lump there. I felt panic and fear. It was Friday afternoon—everything happens just before the weekend, just when you can’t do anything about it. Monday was a holiday, I wouldn’t be able to see my doctor until Tuesday.





Next, you wait for the disease to progress:
They did two needle biopsies, both of which were clean so my doctor said, “Well, we’ll just watch it for awhile.” It continued to grow, so finally he said, “I think you’d better see a surgeon.” I was on my way to see the surgeon within a week. The surgeon examined me and said, “What we’re going to do is watch this.” He measured the lump. I saw him every three or four weeks. I kept saying, “Let’s find out what it is.” I guess he didn’t feel there was any urgency because I had a negative result from the needle biopsy. Finally he said, “I’d better have a look at this.” He did a surgical biopsy. It was negative. He said, “We’ll just keep watching it.” We watched it for three months until the surgeon said, “We’d best have it out, no matter what it is.” I went in for surgery and he removed it.





Then you wait for test results:
Waiting for information is probably the biggest drain on your nervous system because you can’t do anything. I blame no one. It’s just that the situation is that you have to expect to wait, that’s all there is to it. Information is very, very important. I have to sit here and wait. I guess perhaps I’m a little impatient, but I don’t think that’s bad; I think that’s a good thing sometimes. Waiting very much adds to people’s suffering, and with waiting comes a loss of control.






You wait for the diagnosis:
After the open biopsy was performed, I waited and waited. They sent me down to pathology. I’m waiting some more. Days are clicking by. This is very stressful not only for me but for my family, who have essentially given up their vacations to sit in the hospital with their son and brother. I got tired of waiting.





You wait for support:
He gave me the diagnosis, adding, “But don’t worry you’ve got a good five years left,” patted me on the arm, and walked out of the room. He just left me there. He left me alone in the room for two hours. He probably thought he was doing the right thing, but to say that and then to leave me alone for two hours affected my mind-set. I didn’t have to live for five more years. I could take my life and just call it quits now.





You wait for the right time to speak to someone: Waiting for your doctor to do rounds even though the visit will only last a few minutes, you hope that she’ll ask the right questions so you can explain how you really feel; you hope you’ll be taken seriously, that you’ll be understood. Waiting for the nurse to bring you the medication for your pain, your nausea, your shortness of breath. Waiting for someone to speak the unspeakable, to speak of dying, of limited time and energy, of relationships that are important to you, of the pain you feel because you have to say goodbye. Waiting for family and friends to arrive. Then waiting for them to leave. Waiting takes time. To wait is to suffer.

You wait for suffering to end:
Right now, mostly I want it to be over, as quickly as possible. The  lack of control, lack of success, lack of energy and completeness—it is intolerable.





You wait for death: Now is the only time available.


Anxiety 

When you are waiting for the doctor’s appointment, or the diagnosis and prognosis, you are in uncertain circumstances. And with uncertainty you can experience anxiety; the two coexist. James Hollis, a Jungian psychologist, defines anxiety as “a free-floating dis-ease which may be activated by nearly anything, may even light for a while on something specific, but which usually originates from the general insecurity one feels in one’s life. The level of that insecurity, the amount of anxiety that may be tapped, is partly a function of one’s particular history. The more troubled one’s environment, family of origin and cultural setting, the more free-floating anxiety will be generated.” Hollis differentiates anxiety from fear, describing fear as being specific, such as the fear of dogs because of being bitten by one as a child, the fear of water because of a near-drowning experience, the fear of heights because of an awareness of the dangers of falling.

It is not surprising that anxiety is part of waiting. You may feel that waiting fills your life with a degree of uncertainty—and so fills your life with anxiety. Ambivalence, that is, the reality of opposites, may add to the anxiety: Are these symptoms real, or are they a feature of my imagination? Am I sick? Will I ever be well again? Is there medication available for this disease? Will the medication work? Am I living my life, or am I dying? Do I continue working? Do I resign? Do I tell someone how I really feel, or do I contain my anxiety and fear in silence? The ambivalence is exaggerated if someone has a terminal illness and is taking medication or receiving treatment that might reverse the disease process or lead to remission.

For some people, waiting fosters impatience and breeds anxiety.  Anxiety flourishes amid uncertainty. If you are not familiar with this anxiety because you do not have a terminal illness, think back to your childhood when you were learning to swim. At that point, you were most comfortable in the water when you were able to touch the bottom without being in over your head.

The deep end of the pool is a scary place if you are unable to swim to the poolside. Likewise, the deeper part of a lake is frightening, unless you are wearing a lifejacket and are in the company of trusted swimmers or near a boatrail. There is no certainty as to where the bottom might be. If as a beginner you were taken by boat to the deepest part of the lake and dropped off to swim to shore, the uncertain depth of the water below you would likely result in considerable anxiety (“dis-ease”). And if for some reason you were in the middle of an ocean, unable to see the shore, not knowing the depths or what might be swimming in the water beneath you, you would likely be very anxious. If you were able to return to the shallow end of the pool or to the lakeshore, your anxiety would subside and linger only in your memory. The more extreme experience in the ocean, however, might result in a long-lasting fear of water. This type of fear can generally be ignored, although it is likely to recur if you ever find yourself in a similar situation. It can also be confronted. After all, it was not only the distance from the shore, the depth of the water, or the creatures of the sea that resulted in this fear. It was also the inability to swim, the absence of other swimmers, lifejackets, boats, navigation equipment.

This fear can be addressed by learning to swim, by understanding the ocean, by using a buddy system if you ever venture out again. It could include training in navigation on the ocean and education about sea creatures. As you mature in your ability to swim and come to understand what it means to exist in the deep end, so to speak, the uncertainty is diminished, and anxiety decreases. The very place you feared most can even become a welcome challenge as you test your  skills. Eventually it might become a place of enjoyment, associated with fond memories of the challenge you met head-on. But that cannot happen without facing the fear.

For many people, learning that they have a terminal illness is akin to the bottom falling out, of being in deep water, uncertain as to how you will get to shore, a shore that is not visible. Anxiety and fear are part of the experience.


Ambivalence 

When I began my study, AIDS was regarded as a terminal illness. Every participant who had been diagnosed with AIDS had been informed that they would likely die within six to twelve months. During the study, medications became available that changed the course of the disease. When the AIDS patients took the medication, what’s known as the “viral load”—that is, the amount of virus in the body—decreased and the ability of the immune system to fight infections increased. As the prognosis changed from that of being a terminal illness with life expectancy of months to the possibility of being a chronic disease with a life expectancy of years, people’s level of ambivalence became more apparent. Does the disease raise issues of life and/or death, or of quality of life? Are the effects of the medication the same for everyone? Is it in my best interest to see this as a terminal illness or as a chronic disease? This is similar to the ambivalence experienced by persons with cancer who have been told that the disease they carry usually results in death but that with a new research drug the disease process might be reversed. Do these people prepare to die, or do they embrace living?

Bob had AIDS and was all too familiar with the disease. His partner had died of AIDS. Several of his friends had AIDS, and several of them had died. He lost his hearing in one ear and experienced the usual series of infections associated with the illness.

Bob grew up in Montreal. When he was in his mid-twenties, his  sister suggested he join her for a vacation in Vancouver. Bob did exactly that. They were in Vancouver for two weeks. And although it was one of the wettest Novembers on record, there was something about the place that Bob found appealing. He worked for a national bank in Montreal and requested a transfer, which was granted. He never regretted the move.

After living in Vancouver for a few years and developing a strong sense of community, he met Clarence, who became his partner. Even after Clarence’s death, Bob spoke of him as his life partner. They were together for six years. It was after meeting Clarence, who was HIV-POSITIVE at the time they met, that Bob got tested for HIV and learned that he, too, was HIV-positive.

I met Bob two years after Clarence died. He spoke of the ambivalence that filled his life.


I look at myself in two ways. The one way is taking the pills, and the other way is not taking them. There’s no cure around the corner. What’s the point of taking all these pills for another fifteen or twenty years, or however long I’m around, and then having to do my intravenous [IV] medication every day? Cramming all these pills into my body, doing the IV, that just doesn’t make sense to me—to have to do all that just to keep living. I’m not going to have the quality of life that I think I should have.



The medication and the IV served as a lifeline for Bob. But because he couldn’t skip a day, he also experienced them as a ball and chain. The prognosis, that is the outcome, was unknown and uncertain.

I don’t know what to think, even the doctors don’t really know. What should I plan for? Everyone I talk to, my nurse, my doctor, they seem to be confident that I’m going to get sick and die. Well, I don’t feel like I’m sick, and because I’m not feeling sick, it makes me  question whether I’m dying. It’s really confusing. Maybe if I stopped eating so well it would weaken my system and I’d die quicker. It’s just really bizarre to me. When I start thinking about life and some of the good things about life, I get worried. And there’s the whole financial thing. I get a certain amount of money each month for ten years. What if I live beyond that point? Then I’ll be in the poorhouse; what fun is that? When that money stops coming in, there’s no way I’d be able to afford anything on what I make. And all those years lost in contributing to a retirement savings plan. All this stuff comes at you. It’s awful. I don’t know which is better—life or death.
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