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For Mary. The greatest gift God has given me is your love. You are the life and soul of this work.
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—Henriette Anne







contents


Cover

Title Page

Copyright

Dedication




Preface to the Paperback Edition

Introduction



Part I. The History

Hospice

The Original Hospice: The Art of Dying Well

A Vision from the Past: God’s Hotel

Our Cultural Bias: Death Is the Enemy

Hospice in America: Gift and Challenge

Ancient Books of the Dead

The Heritage

[image: ]  Egyptian Book of the Dead: A Greater Light

[image: ]  Celtic Books of the Dead: Spiritual Midwifery

[image: ]  Gnostic Books for the Living and Dying: Bridge between East and West

[image: ]  Tibetan Book of the Dead: Coaching the Soul

[image: ]  Monastic Books of the Dying: Prescriptive Care

What the Books of the Dead Have in Common: Lessons for Us Today

Spiritual Pain

Pain versus Suffering: The Human Condition

Diagnosing Spiritual Pain: Asking Courageous Questions

Responding to Spiritual Pain: A Psychospiritual Relationship

[image: ]  Meaning Pain: The Painful-Blissful Encounter with the Truth

[image: ]  Forgiveness Pain: The Common Cold of Spiritual Pain

[image: ]  Relatedness Pain: Leaving the Familiar Behind

[image: ]  Hopelessness Pain: Death as Healer

Becoming an Anamcara

[image: ]  Ten Commandments for the Anamcara

Part II. The Stories

Annie: the Perfectionist
Will you love me even if I get it wrong?

Henry: the Helper
Will you love me even if I can’t love you back?

Sara: the Achiever
Will you love me even if I am not successful?

Heather: the Dreamer
Will you love me even if you know who I am?

Park: the Thinker
Will you love me even if I lose everything in life?

Maria Elena: the Loyalist
Will you love me even if I break the rules?

Andrew: the Adventurer
Will you love me even if I cry?

Dorothy: the Asserter
Will you love me even if I am weak?

Larry: the Peacemaker
Will you love me even if I disagree with you?

Story Archetypes

Part III. The Tool Chest

Art Therapy

Breath Work

Coma Therapy

Dream Work

Energy Therapies

Forgiveness Exercises

Guided Visualization

Healing and Assistance from Ancestors

Healing Religious Abuse and Images of God

Intercessory (Nonlocal) Prayer

Journaling

Life Review Exercises

Meditation Practices

Music Therapy

Religious Rites and Sacred Writings

Rituals for the Bedside

Rituals of Release

Vigil Rituals and Rituals for Remembering


[image: ][image: ]




Bibliography

About the Authors







Preface to the Paperback Edition

Great Suffering, Great Love

Since its publication in 2005, The American Book of Dying has had a profound impact on caregivers and care receivers around the world—far beyond North American audiences. What began as a guide to end-of-life care and a series of real-life stories about healing through suffering has evolved into a worldwide training and education network. Thousands of hospice workers, health care professionals, members of diverse faith-based communities, and the general public have been introduced to the vocabulary of diagnosing and responding to spiritual pain. From Japan, Thailand, and India to Ireland, Austria, and Australia, The American Book of Dying has opened windows of insight into the universal nature of spiritual suffering and healing. In Canada and the United States, teachings about the sacred art of living and dying are now featured in many maximumsecurity prisons, high school classrooms, programs for the elderly, schools of medicine, and seminaries of all denominations.

You might have noticed that the title of this paperback edition has an important addition: the word “living” has been included, so the title now reads, The American Book of Living and Dying. This is no small change. No one should wait until the end of life to consider what lies at the foundation of spiritual health and suffering. The soul’s yearning and quest for meaning, forgiveness, hope, and healthy relationships measure the quality of every stage of life, and are not just concerns that surface during life’s final stage. The stories in this book have a timeless quality and apply to both the living and the dying, transcending age, race, and gender. No one’s life is immune from the painful challenges of death and loss. The gift, however, is that we can find meaning and consolation in this darkness.

Now I have to include my own personal story in these pages. Since The American Book of Dying first came out, Mary, my wife of nearly twenty years, has died of cancer. Neither the lessons in this book, nor the stories of others, nor a lifetime of working with the terminally ill make it any easier to continue living without my beloved Mary. There is no bypass through the “valley of the shadow of death.”

Mary came into my life like a beautiful breeze. With a unique, authentic presence and a remarkable, gentle love, she lit up the dark and lonely spaces in my world and in the lives of many others. It is a strange and incomprehensible thing to lose my spouse, my workmate, and my anamcara—soul friend—all at the same time. But my experiences with the dying and their loved ones have taught me an important lesson: people can share a deep connection that transcends physical boundaries and outlives physical form. I’ve realized that Mary and I are joined by a rare marriage of spirits that continues to be life-giving even after death.

Death is a season that takes away everything that seems sure and consoling. However, Mary’s death has also opened my heart to new and previously unimagined ways of living. Rather than merely hope that consciousness survives physical death, I’ve come to embrace Mary’s intangible presence, which I feel almost every day. I’m not an especially contemplative person by nature, but when I take the time to listen to the quiet voice within, I know that Mary is as real now as the day we met. I miss her terribly, but I also realize that it was her anam (soul) that I first fell in love with. This new and real presence is becoming deeper by the day. And because there is so much love for me “on the other side” now, death is no longer a fearful fate.

Every ancient book of living and dying views life and death as a continuum, as an unbroken cycle. If we choose to take on the role of anamcara, the journey of our relationship with a loved one does not end with his or her last breath. In fact, we are forever intertwined; they become a part of our existence, and we become a part of theirs. T. S. Eliot, in Four Quartets, describes it this way: “We die with the dying: / See, they depart, and we go with them. / We are born with the dead: / See, they return, and bring us with them.” Life goes on and is—paradoxically—enhanced by death. And if we can find love and reaffirmed connection in our suffering, we need not fear that life’s greatest pains can destroy us.


Richard Groves

June 2009







Introduction

Today will be an ordinary day for most. The sun will rise and set on familiar work and relationships. But for some of our relatives and neighbors, today will not be ordinary. For them, life as they have known it will come to an end. Today they will die.

Since you opened this book, 10 persons have died worldwide, on the average of 1.76 persons per second, to be precise. For every 1,000 persons alive today, 8 will die within the next year. If you live in a midsize American town, that means an average of 3.5 deaths per day. In metropolitan areas the size of Boston, Denver, and Seattle, the daily mortality rate rises to almost 40 persons.

Most people have some warning about impending death. In North America, accidental or sudden catastrophic illness accounts for only about 20 percent of all fatalities—80 percent of Americans die in bed. The majority of us will die a natural death due to long-term disease or the aging process. That means we are far more likely than our ancestors to have ample time to prepare for our own death and the deaths of those we love.

In the face of dying, fears and questions as old as humanity arise. What is a “good death”? How can you best support a dying friend or relative when your own world has been turned upside down? These issues are beyond the measurement of science and stethoscope. Suffering, loss, and grief command our emotional attention when someone we love is dying.

The American Book of Living and Dying hopes to answer those questions. It is written for the nonprofessional caretaker, the one sitting by the bedside in those last days.

America has two trends regarding death and dying. The first is related to the outstanding contribution of the hospice movement. Within one generation, palliative or comfort care has changed the face of end-of-life medicine. Today nearly every community in the United States regardless of size has access to hospice services. And thanks to the “angels” who work and volunteer for hospice, fewer persons die in pain. Nor do families have to bear the burden of caregiving alone. An impressive 91 percent of those served by hospice give a rating of outstanding to this supportive service. Perhaps this is why America’s second trend is all the more troublesome to report.

The second trend is the stark assertion that the last two generations of Americans have not, in general, died well. This is no casual opinion, loosely expressed, but a quote from the first president of the American Academy of Hospice and Palliative Medicine, Dr. Ira Byock. Dr. Byock points out that Americans spend more money on medicine and high-tech care at the end of life than any other society in history. Physicians now have an arsenal at their disposal to control physical symptoms like breathlessness, nausea, and pain. Yet for many of us at the moment of death, something essential is missing. An increasing number of hospice professionals are also dismayed.

The underlying premise of The American Book of Living and Dying is that there is an answer to the dilemma of this latter trend. The answer is directly related to the soul-sized questions that typically show up in the nearing death experience. For example:


When someone is struggling with emotional or spiritual pain, what kinds of tools might help?

What is the relationship between physical pain and human suffering?

Are there predictable stages in the dying process that call for different responses?

Who are the experts we should consult when a particularly difficult situation arises at the end of life?

What happens during and after a person’s death?

How do we prepare throughout our lifetime for our dying?

What can the dying teach us?



The answers to these questions are not something the authors of this book invented or the current society discovered. The American Book of Living and Dying addresses each of these concerns through lessons of history found in the ancient books of the dying. For the past three thousand years, our ancestors have left an impressive legacy on the “art of dying.” Their collective insights about the relationship between physical pain and spiritual suffering are timeless, as true today as then. It is this wisdom that appears to be the missing link in our modern care of the dying.

The American Book of Living and Dying neither advocates a particular theology nor pretends to be a new system of belief. Rather, it is about our common spiritual experiences at the end of life, drawing from lessons found in every great spiritual tradition. Our ancestors knew that at the end of life answers to these universal questions are accessible. We only have to step out of the way and allow the dying to become our teachers. The good news is that you already know at some level what to do when someone you love is dying. All you need is permission and courage to trust your deepest instincts.

How The American Book of Living and Dying Is Organized

This book is divided into three parts. Part I is a historical overview, explaining the hospice movement and tracing the principles of the sacred art of dying back to its ancient roots in monastic, Celtic, Tibetan, and other traditions. Some of the reflections and conclusions here are based on Richard Groves’s own translations of centuries-old manuscripts, several of which had been rolled up for a thousand years and never before translated. Part I also introduces the concept of spiritual pain, identifies the four kinds of spiritual pain, and tells you how to become what was known in ancient times as an anamcara, or soul friend of the dying.

Part II is the heart of the book: a collection of nine real-life stories illustrating spiritual pain and remedies that helped. This section includes lessons learned from each story, so you can make appropriate choices for your own situation.

Part III is a tool chest, what was known in ancient times as a vade mecum (vah-day may-coom) or “take with me.” Such handbooks were portable references for traveling doctors and ministers in antiquity. Here, in one easily accessible place, we have gathered together various therapies that you can choose from to ease the pain of the person you are caring for.

A Note on the Stories in Part II


The art of living well and the art of dying well are one.

—Epicurus



Attending the death of another human being is a profound privilege. The prospects for growth and transformation at the end of life are second to none. But along with the awesome experience of sharing the intimate journey of life and death with another, our ancestors spoke of a related responsibility. Bearing witness to someone’s death reminds us that each of our stories has particular importance. A Jewish proverb puts it this way: “Remembrance is redemption and forgetfulness is exile.” When we tell the stories of those who have died, we remember and continue to learn from their experiences.

The nine stories in part II describe persons of different ages, nationalities, and spiritual orientations who are from a variety of geographical locations and variously-sized communities throughout the United States. Their legacies—regardless of whether their last days were spent in a hospital, hospice, or at home—are unique.

Of the hundreds of deaths that Richard has attended, we selected these stories because the people in them illustrate nine archetypes common to human nature. That means you can expect to find characteristics of your loved one in at least one of the accounts related in this collection. The archetypes are based on the model of the Enneagram, an ancient tool for understanding human personality types. For readers interested in more information about this theory, please consult the conclusion of part II, “The Stories.”

We are profoundly grateful to the courageous persons and their families who were willing to share their final joys and struggles with us. In order to protect confidentiality, the names and some incidental details have been changed.

Our ancestors believed that the sacred art of dying and the sacred art of living are two sides of the same coin. We invite you to the gift of realizing that we are all teachers for one another as we face our own dyings.

How This Book Came About


A good death does honor to a whole life.

—Petrarch



Several years ago, Richard and his wife, Mary, undertook a pilgrimage to Europe and North Africa with the goal of tracing the early origins of the medieval hospice movement. Generous monks and research librarians from North Africa and Western Europe made available to him hundreds of manuscript pages from the eleventh to the fourteenth centuries, and he spent countless hours translating them from early medieval Latin.

The illuminated texts of these ancient manuscripts, carefully inscribed in calligraphy, detailed what is known as the ars moriendi, or art of dying. In addition, these old animal skin parchments yielded an exciting bonus: marginalia scratched by contemporaneous doctors, nurses, and monks as they assisted the dying.

Translating these small notations in the margins revealed an intimate look into the personal lives and deaths of our European ancestors from a thousand years ago. The wisdom encoded there shined a light on the missing piece in America’s end-of-life care and was the impetus for writing this book. Richard teamed with writer Henriette Anne Klauser to explore the answers to the provocative questions these manuscripts raise, namely, Can we diagnose spiritual pain? And, if we can diagnose it, can we treat it?

The background for The American Book of Living and Dying also comes from the Sacred Art of Living Education and Retreat Center located in Bend, Oregon, which Richard and his wife, Mary, founded in 1996. The center offers a unique series of national training programs called the Sacred Art of Dying. The goal is to create a new generation of anamcara, or spiritual companions for end-of-life care.

The Sacred Art of Living Center trains both health care professionals and the general public. More than seven thousand people from the United States and from English-speaking countries all over the world have graduated from these programs. The Sacred Art of Living Center has created a forum for both supporting and acknowledging the essential role of spirituality at the end of life.

How to Read This Book: A User’s Manual


In my end is my beginning. —T. S. Elliot



How do you find hope in what may appear to be a hopeless situation? When someone you love is dying, there are unparalleled opportunities in the personal realm for healing. But first, there is the reality of dealing with the emotional fallout. News of a terminal diagnosis of someone we love is like having a head-on collision with reality. Death may indeed be a wise teacher, but it can also be a harsh one. So here are a few ideas about how to read this book in ways that will support you in your specific situation.

The American Book of Living and Dying is a handbook or a resource, something to return to over and over depending on your own changing circumstances. Feel free to read the chapters in the order that best suits your current needs. For example, if you are presently dealing with end-of-life issues in your own immediate world, you need not read The American Book of Living and Dying in a traditional, linear way, proceeding from front to back.

Instead, consider beginning with part II, “The Stories.” Each of these real-life accounts offers insight into the most common end-of-life concerns. If something from a particular story speaks to your life situation, you can find specific recommendations and practical support in part III, “The Tool Chest,” which corresponds with the stories and details special therapies that can help.

If, on the other hand, you are a reader simply curious about this topic, or you want to know the authority and underpinning of these principles, you might want to begin more traditionally with the opening.

Part I, “The History,” gives useful background and context for the lessons taught in The American Book of Living and Dying. Turn to the pages in part I to explore spiritual pain and learn how the valuable insights of history apply today in dealing with spiritual suffering at the end of life.

The American Book of Living and Dying grew out of two distinct yet interrelated sources: current day hospice experience and historical research. A family member or health care professional at the bedside of the dying has little time for esoteric theories. You can trust that all of the therapies and practices in this book are clinically sound because they are grounded in classical wisdom and contemporary clinical experience.

Please note that the tools you will find here regarding the treatment of spiritual pain are not alternatives to medical treatment. The goal of these pages is to integrate and complement both the physical and emotionalspiritual dimensions of caregiving. The model here is always both/and never either/or.

Caregiving demands unconditional presence. The American Book of Living and Dying provides comfort in knowing that others have walked this path before you and paved the way.

A Personal Note from Richard Groves

The dying are the real teachers in The American Book of Living and Dying. I was blessed to spend hundreds of hours at the bedside of terminally ill persons. Over a period of twelve years, I personally attended the deaths of five hundred persons. This book exists because early in my caregiving career a mentor encouraged me to keep detailed notes about the lessons I learned from the dying.

I honor and acknowledge the valuable education and life experiences that are the other foundation of this book. Prior to my years of work as a hospice chaplain and executive director of a hospice facility, I served for fifteen years as a Roman Catholic priest. Though no longer working in the priesthood, I am grateful for its opportunities to practice the art of pastoral caregiving. I am also indebted to a seminary education that supported my passion for history, comparative world religions, and foreign language.

For as long as I can remember, languages, both ancient and modern, have been a hobby for me, even though there is little practical use for unspoken tongues like Latin, ancient Greek, and old Semitic dialects. Or so I thought. Then, after years of serving as a hospice chaplain, I made my overseas research pilgrimage. It was there that I learned there is no such thing as a dead language.

The American Book of Living and Dying is also the fruit of a more personal experience. For more than two decades, I worked side by side with my closest friend, colleague, and wife, Mary. There is a peculiar irony that I wrote the first edition of this book in the wake of her diagnosis with metastasic renal cell carcinoma, otherwise known as kidney cancer. Our family friend and oncologist had offered us a sobering prognosis, telling us that this disease would probably take her life. So for the rest of Mary’s life, we lived under the uncertain shadow of cancer. Paradoxically, we embarked on the same journey of living and dying that we had traveled with many others. Mary passed away in early 2009, but her valiant efforts to “live with” instead of “die with” cancer continue to be a valuable and bittersweet teacher for me.

A Personal Note from Henriette Anne Klauser

My lifework is about writing, not about how to write, but the psychological aspects of writing and the power of the written word. My previous books treat overcoming writing anxiety and tell how to use writing to manifest goals, build relationships, and heal emotional wounds.

My books are based on a belief in Spirit and synchronicity, and the sense that what holds us back from being all that we can be on any given day is our fear of failure.

I was drawn to Richard’s work, his scholarship and his passion, and the tie-in of his ideas with the principles I have dedicated my life to writing about and teaching.

From the start, I understood that The American Book of Living and Dying is a message for the living: You don’t have to wait for a life-threatening illness to drop the mask and live an authentic life.

There is another, more vulnerable connection. My divorce after a long-term marriage was like a death to me, a profound loss. I questioned my identity, grappled with forgiveness, struggled with the agony of learning to leave the familiar behind, stood frightened on the edge of the cliff of hopelessness. In other words, I faced all four spiritual pains.

For me, working on The American Book of Living and Dying was an invitation to celebrate the reality of change, rather than simply to endure and survive. The dictum to lean into the pain rather than run away from it reminded me over and over that there is another side, even if the path to it is not a straight line, but more like a spiral bending back on itself. And I knew that writing about it would help other people.
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Together we have spent weeks at a time sequestered in a cabin retreat in Bainbridge Island, Washington, or at the Common Ground Retreat House and Hermitage in Bend, Oregon, hammering out these pages with the gift of uninterrupted work and the kindness of those who fed us.

As we worked, we kept reminders on the table in front of us of those whose spirits guided our work: Dorothy’s prayer stick, Park’s copy of a book by Thich Nhat Hanh, a CD of Henry’s song “Wade in the Water,” Andrew’s autographed baseball, one of Heather’s drawings. We felt their presence with us, blessing our work and bringing it to you. They guided our words as we told their stories, not so you would know about them, but so you would know about yourself and the people you love.

Our prayer is that The American Book of Living and Dying will be a gift to you with an important legacy, passed on for centuries by our ancestors: we need not wait until our deathbed to discover life’s truest priorities.






[image: ][image: ]







Hospice

The Original Hospice:
The Art of Dying Well


Apply yourself now, that at the hour of death, you may be glad and unafraid.

—Thomas à Kempis



The word hospice comes from the same root word as the terms hostel and hospitality. Hospice conjures up images of Swiss Alpine shelters, complete with a St. Bernard dog wearing his signature brandy cask. These original hospices were indeed places of respite for weary medieval pilgrims. Like early B & Bs, hospices dotted Europe’s high Alpine landscape, which followed ancient Roman trade routes. Some of the oldest hospices, created by physician-monks and nuns, trace their lineage back to the year 1000 A.D.

The hospice infirmary was an essential part of an institution where travelers also fell sick and died. Within the relatively safe walls of European monastic communities, the West thus created its first hospital and health care system. A library of records still exists that refer to a larger tradition popularly called the ars moriendi, or the art of dying.

Many ancient cultures produced books of the dead. In recent years there has been a revival of interest in writings like the Tibetan Book of the Dying and the Celtic Books of the Dead. Few Americans realize that, a thousand years ago, the West also produced its own book of the dying. At the turn of the last millennium, early in the eleventh century A.D., a convergence of many great traditions took place in the heart of Europe. The result became an ingenious collection of wisdom with the bold name Ars Bene Moriendi, or the Art of Dying Well.

Aspects of this ancient healing art are relevant today. Just knowing that an entire society was once committed to doing whatever it took to support the peaceful dying of its citizens is impressive. The ars sacra moriendi, considered a sacred art because of its care for both body and soul, became a blueprint of the original Western hospice that survived for nearly five hundred years.

Our Western ancestors created guides and manuals for their work, but there was no “one size fits all” model to relieve spiritual pain. During the Middle Ages, there was a distinction between art and science. Science was responsible for finding and applying universal principles; art referred to the application of science to a person or thing. At the end of life, the caregiver’s art was to find a unique way to relieve a particular person’s struggles and fears.

Few places on earth have preserved the spirit of the West’s ancient hospice movement like the medieval town of Beaune (pronounced bone) in Southeastern France.

A Vision from the Past: God’s Hotel


The only measure of a society’s greatness depends upon how it cares for the poorest of its poor at the end of life.

—Nicholas of Rolin, Founder of l’Hôtel-Dieu



Approaching the village of Beaune today, the modern pilgrim feels dropped into a dream from long ago. Situated in the famous wine-growing region of Burgundy, Beaune is one of Europe’s great trading crossroads. Inside its fortresslike walls is a world-heritage site called l’Hôtel-Dieu, or God’s Hotel.

The Hospices de Beaune was conceived in the mid-fifteenth century, prior to the demise of Europe’s original hospice movement, only a few years after France’s patron saint, Joan of Arc, was burned at the stake. During Europe’s bloody Hundred Years’ War, the lot of the average peasant was desperate. Roving bands of murderers, rapists, and extortionists spread terror throughout the countryside, as one of Europe’s last devastating plagues decimated entire populations. Life and death for the average person was brutish.

In the midst of this despair, the region’s chancellor, Nicolas Rolin, convinced both king and pope to exempt the newly constructed Hotel of God from all taxes in perpetuity. The result is a masterpiece of civic Gothic architecture that rivaled the palaces and cathedrals of its day. Rolin and his wife, Guigone, created a prestigious foundation nicknamed “the palace for the poor.” They employed some of Europe’s great artisans to decorate the roofs with polychrome tiles and emblazon the walls with luxurious Italian tapestries. They commissioned Flemish painters to create one of the best-known altarpieces of the time. Instead of a grim asylum for the dying, this hospice provided luxurious attention for the sick and dying that rivaled the lifestyle of royalty.

Beaune’s extraordinary architectural and artistic achievements are only an external expression of the more important work that was housed within. Inside, a small army of nurses and volunteers tirelessly supported the physical and spiritual well-being of the dying. Word was soon out all over Europe about a new standard in health care at the end of life.

A medieval artist’s rendition of l’Hôtel-Dieu gives a fifteenth-century vision of the end of life with the creative imagination of an entire community at work. The picture’s title, La Grande Salle des Povres en Dimanche Matin, translates as “The Great Hall of the Poor on a Sunday Morning.” This hospice did not serve the privileged nobility of the day; rather, it was dedicated as a hotel for social outcasts.

Architects still marvel that the elegant hospice complex was built over a river, with a glass floor underneath patients’ beds. This unique feature enabled the sick and dying to hear the soothing sound of water, enhancing the environment for patient and caregiver alike. Each private cubicle was furnished with a bed and, more marvelous for the day, clean linens, table settings, a complete apothecary, and aesthetic refinements otherwise available only to royalty.

The artist depicts a flurry of activity, including townspeople providing Sunday brunch, nurses nursing, children playing, musicians singing, and even pets bringing familiarity and solace. The caption could read, “It’s Sunday morning, and where is it happening? At the hospice.”

In the painting there is a liturgical prayer being conducted at the far end of the building, which was unusual for this period. After all, this was not a house of worship but a secular community hospital. Every dimension of caregiving is interconnected. The core belief of this hospice model was that care for the body necessarily involved caring for the soul.

Standing today inside the floodlight grandeur of l’Hôtel-Dieu, you can still sense the spirit that has eluded the modern hospice movement. Looking upward at the ceiling and rafters, in the same line of sight as it was for countless generations of sick, you can read the mantra of the ancient hospice movement: “Ars sacra moriendi, ars sacra vivendi.” The sacred art of dying is the sacred art of living. Here at God’s Hotel is a five hundred-year-old image of the West’s finest hour in caring for the terminally ill. For the fifteenth-century residents of Beaune, the dying were indeed their teachers.

Completed by the year 1491, the Hospices de Beaune is the last great expression of the original Western hospice model. Its legacy endures only because it was built between the years 1441 and 1491. These dates are more than a coincidence of history. The year 1492, well-known to Americans, marks the end of this great hospice movement. Modernity was about to be born, with all of the benefits that surround us on a daily basis, especially those regarding medicine.

By concentrating exclusively on the physical aspects of caregiving, Western medicine would eventually lose its centuries-old instinct concerning other matters at the end of life. Care for the sick and dying would become institutionalized and professionalized, as family, neighbors, and friends abandoned their own inclination to support others at the end of life. The notion of diagnosing and addressing spiritual pain would become disassociated from the treatment of pain and disease. Since 1492, a crisis management model of illness has become the norm in the West.

Our Cultural Bias: Death Is the Enemy


When someone is born we rejoice,

When someone is married we celebrate

But when someone dies, we pretend that nothing happened.

—Margaret Mead



Native Americans and Christopher Columbus discovered each other in 1492. A few years later, a Spanish conquistador by the name of Cabeza de Vaca wrote a letter to the King of Spain with this observation:


Here [in the New World] the ability to heal is still in the hands of the ailing. Being Europeans we thought we had given away to doctors and priests the ability to heal.



This same letter describes how indigenous peoples treated the dying person. There is a hint here about Europe’s shift away from the classical ars moriendi, no longer connecting body, mind, and spirit. A radical change in perspective about something as important as death and dying does not happen overnight. Over the course of five hundred years, cultural beliefs become as familiar as the air we breathe.

A hundred years ago Sigmund Freud questioned whether our so-called civilized attitude about death was not a step backward in evolution, causing us to live psychologically beyond our means. More recently the Pulitzer Prize winner Ernest Becker wrote a challenging and prophetic book, The Denial of Death, an insightful study of our contemporary views. Becker analyzed the American phenomenon of the “disappearance of the fear of death” in terms of psychological repression. The apparent denial at the time of death does not mean that we have become fearless about it; rather, it is proof of how effective the power of repression is.

We are all going to die. The human predilection prefers to keep death at arm’s length, but no amount of denial can change the inevitable. Bioethicist Daniel Callahan suggests that we have built our medical models on two unquestioned social convictions. First, we have an exaggerated sense of individualism that includes the need to control every aspect of how we live and die. Second, we believe that nature can be brought under human domination and made to do what we want it to do.

The Western perspective on death and dying is the direct result of a medical model that considers death to be the enemy. Science has godlike powers; the cure is within our grasp. It is only a matter of more time and resources. Our unqualified confidence in science creates the illusion that death is an option. In the third millennium world of health care, there is little room for the Angel of Death.

We are beginning to realize the limits of medical progress. The challenge is to strike a balance between the rewards of modern medicine and the human and spiritual context of illness. The goal is to support the chronically and terminally ill in living each day with as much meaning as possible. Our ancestors knew that treating spiritual pain at the end of life was as imperative as treating physical suffering. When spiritual suffering was relieved, physical pain decreased. Meaning, hope, relatedness, and forgiveness were as significant in the dying process as managing disease-related symptoms.

The American Book of Living and Dying accesses a legacy that has brought peace and comfort to generations before us. We may not be able to construct the elaborate hospice buildings of our ancestors, yet a contemporary version of their vision may be emerging.

Hospice in America: Gift and Challenge


Spiritual care is not an optional extra for the dying.

—Cicely Saunders



About forty years ago, the phenomenon of the modern hospice movement swept onto the American landscape with lightning speed. Most communities in the United States were about to benefit from the extraordinary work of an English pioneer and physician, Dame Cicely Saunders. In 1967, Dame Saunders established St. Christopher’s Hospice in London, challenging the perception that people had to die in agony. As a result of her vision, the modern hospice movement created a realistic hope for a future in which nobody has to die alone or with pain untreated.

Dr. Saunders approaches what she calls Total Pain Management from a psychospiritual perspective, advocating understanding the context of a patient’s distress. A bonus is that alleviating emotional and spiritual suffering saves money—good news for a health care system overburdened by skyrocketing pharmaceutical costs. Astounding and verifiable results of Total Pain Management include a decrease in the voluntary use of analgesics.

Following Dame Cicely’s approach, care can reach hidden places. Total Pain Management includes looking for vital signs that consider not just the disease but the entire sick person, and it encourages activities like the patient narrative. Many nurses know that pain can sometimes disappear after talking about it because the person is taken seriously. Saunders encouraged doctors to lift artificial taboos about the physician’s appropriate scope of treatment and expand their role as caregivers by asking their patients, “How are you within?”

The success of the modern hospice phenomenon in America has been associated with the baby-boomer generation. This generation seems to be taking to heart Carl Jung’s admonition that “Death is as psychologically important as birth…and to shrink away from it is both unhealthy and abnormal because it robs the second half of life of meaning and purpose.”

After only one generation, hospice has been well received by the general public. Palliative care services are an essential part of our communities. The genius of the modern hospice movement was the creation of an interdisciplinary team: doctors, nurses, counselors, and chaplains working as partners in creating a patient’s plan of care. But many American hospice workers are frustrated that the management of physical pain and symptoms remains the primary, if not exclusive, focus of care. The challenge for the next generation of hospice workers is to retain sight of Dr. Saunders’s wisdom regarding Total Pain Management.

The realities of bureaucratic regulations and the reluctance of physicians to refer patients to hospice early enough leave the system burdened with impossible expectations. A dramatic decrease in the length of stay (the number of days a person receives hospice care before their death) means that many of the classical tools for addressing spiritual pain are left untried. In many states, patients spend no more than a week in hospice care, whereas our ancestors consciously journeyed for months with the terminally ill.

For all its undeniable gifts, the modern hospice movement is struggling to preserve its soul. Nevertheless, it has already helped create a conscious dying movement in America. Celebrated advocates, such as Elisabeth Kübler-Ross and Stephen Levine, encourage us to contemplate our own death in advance; we reap unexpected benefits for the rest of our lives. By facing your own ultimate death, you learn to deal productively with each change or small death that presents itself throughout your life.





Ancient Books of the Dead

The Heritage


Fear not. What is not real never was and never will be.

What is real always was and can never be destroyed.

—Bhagavad Gita



Every age has reflected on its relationship with death. There is strong evidence, for example that the remarkable twenty-thousand-year-old prehistoric cave paintings near Lascaux, France, are a record of humanity’s earliest hospice sanctuaries. By contrast, American society and culture are young. As we mature and face our fears about death and dying, we do not have to begin from scratch. People die today much as they have always died. The struggles, fears, and concerns at the end of life are essentially unchanging: fear of the unknown, reluctance to leave behind loved ones, and, for all its pain and sorrow, a desire to cling to life. For at least three millennia, societies have recorded these perennial concerns. The Egyptian, Celtic, Gnostic, Tibetan, and Medieval Monastic books of the dead reflect universal themes that transcend culture and spirituality.

Egyptian Book of the Dead: A Greater Light


When the eye of the body is shut by death,

The eye of the soul opens to a far brighter light.

—The Egyptian Book of the Dead



The Egyptian Book of the Dead is the most ancient recorded text of its kind, written in the year 1240 B.C. Copies of the book are found in tombs throughout the region of the Nile. The book seems to be a map for negotiating the perils when passing from life through death
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