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This book is dedicated to my father, John Cihak, Jr., who introduced me to learning, not just from books but from observing the world around me. And it is dedicated as well to all the people who trusted me enough to share their stories with me.
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Foreword



Life is fragile. We know it but we live our lives as if nothing really bad could ever happen to us and as if all those we love will live out normal lives. What else can we do? We have to make the most of what life offers; dwelling on the prospect of pain, suffering, and death is hardly the way to live a full life.


When tragedy strikes, however, we are brought face to face with the fragility of life and of the persons and things we love. Very often this collision with reality finds us unprepared, shaken to the core. It is at such times that we find the need for help, often from people we don’t even know. This book is a splendid example of help that is becoming available today through the new profession of death education and counseling.


With this book Helen Fitzgerald, a certified professional death educator, has expanded the literature available to grieving people in a very significant way, assembling a comprehensive handbook on the subject of grief and mourning. There is nothing else available to the lay reader that comes close to its breadth.


If you are mourning the death of a loved one, you are likely to find in this book the stories of people like you who have suffered similar losses. If you are wondering what kind of future you can have following some personal tragedy, you are likely to find new hope in the experiences of the people who were able to rebuild their lives with Ms. Fitzgerald’s help.


What makes a good therapist? A psychiatrist once wrote that for a therapist the important thing—the really crucial thing—is not a medical degree, or any degree at all, but rather empathy. I have known Helen Fitzgerald for many years, and if there is one quality that stands out in her, it is empathy. This book is a reflection of her empathy: her concern for and identification with others.


I recommend The Mourning Handbook to any reader in search of a path out of the wilderness of despair. It is a compass, pointing the way to recovery.


—Earl A. Grollman,


author of Living When a Loved One Has Died


Belmont, Massachusetts


October 1993





Before You Begin This Book



Grief and mourning are not subjects people usually want to read about. Few people other than professionals want to become experts in the subject. The Mourning Handbook is not intended to make you an expert, either, but rather to give you a source of ready information to help you in time of need.


Of course, this is a book that you can read like any other book, but basically it is a handbook to help you find answers to specific questions that may be troubling you. You can decide, based on your need for information and your ability to absorb it, how you want to approach the book.


If you are mourning the death of a loved one, it may be impossible to concentrate long enough to read the entire book, much less comprehend what you have read. For this reason, the book is arranged in a manner that will enable you to go directly to those topics of greatest importance to you. If you are mourning the accidental death of a husband, the unexplained death of a small child, the suicide death of a mother, the murder of a daughter, or the loss of several loved ones at once, you may need immediate help in dealing with your intense pain. Arranged as it is by topics, subtopics, and many cross-references, this book has been planned to give you help now in your search for solace and comfort. It is filled with stories of people like you who have had to rebuild their lives after a wide range of personal tragedies. Just knowing that others have experienced similar losses and survived can give you some measure of hope.


Chapter 1 contains basic information about grief and explains why it lasts longer for some people than others.


Grieving often begins before a death, when a loved one is suffering from a terminal illness. Chapter 2 talks about preparing for a death, visiting the dying, and saying good-bye. Whenever death occurs you have to decide about a funeral, burial, and other practical things. Chapter 3 deals with these matters and why they are important. Chapter 4 explores the emotional responses to grief—guilt, anger, depression—and is full of ideas on how you can help yourself deal with these emotions. Chapter 5 focuses on the many continuing reminders you will have of your loss and gives special attention to coping with holidays and anniversaries. Chapter 6 examines the relationship you had with your loved one and how this can affect the length of your grief. If the grief you feel has been complicated by unusual circumstances, making it difficult even to mourn your loss, Chapter 7 offers special help to you. Chapter 8 is directed to the adult who had a difficult death-related experience as a child and is still affected by it. It offers you ways to determine whether you are carrying such emotional residue. Chapter 9 gives you some methods to measure whether you are healing. Chapter 10 goes beyond the immediate family of the deceased to give advice to friends, or even professional caregivers, who want to help someone coping with grief.


As you read about people who have lived through painful ordeals perhaps similar to your own, you may become aware of new possibilities for yourself: things you can do to get on with your own life. If you need professional help, you will learn how to go about finding it. If you feel you could benefit from joining a self-help group, there is a resource list in the back of the book that can steer you to the right one. If you want to read more about the grieving process, there is a bibliography with many excellent books you can obtain to expand your knowledge and give you hope for the future.


Finally, let me say a word about myself. Motivated by the death by cancer of my first husband and inspired by a personal meeting with Dr. Elisabeth Kübler-Ross, author of the pioneering book On Death and Dying,1 I entered this field two decades ago as a volunteer helping terminally ill cancer patients. From 1977 to the present I have been the director of the grief program of the Mount Vernon Center for Community Mental Health in Alexandria, Virginia, the only such program in the nation operating from a mental health center. During the intervening years I have helped several thousand people deal with their grief, many of them suffering from excruciating losses. I organized the nation’s third chapter of the self-help group for terminally ill patients, Make Today Count, and I have organized many other self-help groups to meet the special needs of people. These include groups for suicide survivors, AIDS patients and their families, the mentally retarded, and people whose unmarried mates have died. I regularly conduct seminars for widows and widowers, and I currently have four groups of grieving children I work with regularly to address the grief they feel following the death of parents and other close relatives.


Through the years I have had occasion to give many lectures and write many magazine articles. I have been an active member of the Association for Death Education and Counseling, and I am now a member of its Board of Directors. I am a Certified Professional Death Educator. This is my second book; the first one was The Grieving Child: A Parent’s Guide.2


None of this guarantees that what I have to say will help you, but I believe it can. Having worked with so many suffering people for as long as I have, I know that there is hope for you, too. Let this book be the start of your recovery.





1. Kübler-Ross, Elisabeth. On Death and Dying. New York: Macmillan, 1969.


2. Fitzgerald, Helen. The Grieving Child: A Parent’s Guide. New York: Simon & Schuster, 1992.





Introduction



If you are bereaved and are wondering what life can possibly offer you after your great loss, I bring you hope based on my own experiences and the experiences of thousands of people who have come to me through the years seeking help. When my first husband died in 1974, I was a widow with four young children, feeling empty, angry, guilty, and confused just as you may be feeling today. While I don’t know your personal situation, I have listened to so many sad stories, so many heart-rending accounts of personal tragedy, that I have come to recognize certain common feelings, concerns, and anxieties that most people experience when a loved one dies.


In warfare, business, or football, victory depends on knowing one’s adversary. The same is true in the struggle to recover from grief. Facts about grief are not usually included in one’s education, yet knowing something about this most painful of all human emotions is essential if you are going to loosen its grip on you. This book is intended to provide you that knowledge.


Intellectually we know that we are mortal. After all, we have funeral homes, cemeteries, and obituary sections in our newspapers. We know that death will happen someday, not only to ourselves but to those we love, and we know it’s going to hurt when we lose loved ones. But we don’t think about death a lot, do we? Nor should we. Instead, we go about the business of living, making plans, falling in love, getting married, having children, beginning careers, acquiring real estate, building homes, accumulating all sorts of possessions—in short, making the most of what life has to offer, and not dwelling too much on its ending.


It takes only a fraction of a second to shatter that sense of well-being—a brief moment when we have an accident, or an instant when a blood clot forms in a loved one’s aorta. When such an event happens, the world we knew suddenly seems to vanish, and suddenly we see ourselves as the vulnerable creatures we always knew we were but somehow never fully acknowledged. Much as we may have prepared ourselves for that moment, when it does arrive we are going to feel emotional pain.


One young woman I know recently marked the first anniversary of a tragic event that shattered her life. I am happy to say that she is getting on with her life even though only a year ago a car accident took the lives of her husband and her two sons. One day she was a wife and mother; the next day, single and childless. Nevertheless, she has been able to begin building a new life for herself, even while pursuing the prosecution of the drunk driver who caused this calamity.


I also worked with an older man who came to me after the unexpected death of his wife of forty-two years. He is living an active, outgoing life today, but he was in shock when I first saw him. What caused the shock was the suddenness of her death. They had thought she had several years to live with a seemingly slow-growing cancer. They had planned to travel and make the most of the time they had left together, but it all ended abruptly when she died “ahead of schedule” with a heart attack.


A young woman who shared an interest in rock climbing with her fiancé was badly shaken when I first saw her following her boyfriend’s fatal fall while he was climbing alone. She is doing well today, but his accident brought an end to their plans for a future together. I mention these real people because their experiences may resemble your own. But even if they do not, there is a message here: Hard as it may seem now, you too can make a new life for yourself.


What is the common thread in these real-life stories? Life for any of us can change suddenly, unalterably, and there is little we can do to prevent it. To the survivor—the wife or husband or lover, mother or father, child or grandchild, brother or sister or close friend—life will seem to have lost its luster and the future, its promise. But there are things we can do to express our grief and to make the most of what life has left for us. The death of a loved one is always going to be painful, but when this loss occurs we are also faced with unexpected decisions about our own lives.


If you are experiencing such grief, you know that it is a volcanic eruption of emotion. It is extremely powerful. It can become a commanding presence—the centering point of our whole existence. The feelings triggered when a loved one dies often manifest themselves in ways that we least expect.


Because these feelings are so hard to control, you may find yourself wishing that you didn’t have to deal with them and that you could just put them away in a closet somewhere, never to be felt again. I have been asked, “Why must I have these feelings? Why can’t I just ignore them? Won’t they just fade away?” Sad to say, they won’t just fade away, any more than the memory of your loved one will fade away. No matter how difficult, it is best to deal with your grief and not ignore it.


We must recognize that grief is part of being human. What kind of person would not grieve the death of a loved one? When we say we would like our feelings of grief to fade away, what we really mean is that we would like to be relieved of our terrible sense of loss. Surely more than any other of nature’s creatures, human beings have the capacity not only to remember—a mixed blessing—but also to express and discharge their feelings in nondestructive ways. And that is the greatest blessing of all. Grief that is expressed is grief that we can live with; grief that is suppressed is grief that will rise up to haunt us, surprise us, and shape our lives in ways we cannot control.


This book is offered as a guide and companion for you as you suffer the intense emotions we call grief. It attempts to answer the questions you may have about your grief and to share with you what is known about this little-understood human experience.


To you, the bereaved person who has turned to this book in search of relief from the pain of grief, I offer my love and understanding. I have been there.


—Helen Fitzgerald








Chapter 1



FACTS ABOUT GRIEF





Let’s begin by providing you with some basic information that you need to have about this little-understood human experience.






1.1 Definitions



Grief


If you are grieving, you are familiar with the feeling, but what is grief exactly? Webster’s New World Dictionary gives as its primary definition “intense emotional suffering caused by loss, disaster, misfortune, etc.; acute sorrow; deep sadness.”


Grief is the emotion experienced by Darlene, a young client of mine who had flown home for a surprise visit on her mother’s birthday, only to learn at the airport that her mother had died a few hours earlier. Darlene’s sudden feelings of disbelief, panic, and anger are part of what we call grief, and it is what you may be experiencing right now.


Mourning


Mourning, on the other hand, is defined by the same dictionary as “the actions or feelings of someone who mourns; specifically, the expression of grief at someone’s death.” The key words here are actions and expression. When an uncle told Darlene of her mother’s death, she fell into his arms, weeping hysterically. She was mourning her mother’s death. Her mourning continued as she cried with her family, expressed her anger, discharged her feelings of regret for not coming sooner, and took part in the wake and funeral. When you are expressing your grief, you are mourning.


Although grief is most commonly associated with the death of a loved one, it can be experienced whenever there is an important loss in one’s life, such as the loss of eyesight or hearing, a sharp decline in one’s health, marital separation and divorce, or the loss of one’s job. In all these cases mourning is an appropriate and often necessary response. If you have suffered a particularly severe loss, you may need to mourn just as much as someone who has lost a loved one. While this book focuses on the grief following a death, it can be helpful in dealing with other losses as well.



1.2 When Does Grief Begin?



Grief can begin whenever there is a loss or a perception of impending loss, but the three most common occasions are:


a. the time of diagnosis of a terminal illness,


b. the time of death, and


c. the time of learning about the death of a loved one.


When the doctor says, “I’m sorry, but your husband has brain cancer and it is inoperable,” the hope for a cure changes to the prospect of impending death for the loved one, and the emotions of grief are likely to begin.


Sometimes grief begins at the time of death. At the moment that one’s wife slumps over in her chair, has no pulse, and fails to respond to resuscitation, the realization that she is dead triggers the emotion of grief.


Grief may also begin at the time one learns about a loved one’s death, whenever that might be. A young man whose mother was estranged from the family had rare, treasured contacts with her. Because of his mother’s life-style of moving frequently, there wasn’t an address or telephone where he could reach her, and he had to depend on her contacting him. When she died in an auto accident, it was several weeks before the family was notified of her death. His grief began when he got the belated news.


1.3 How Long Does Grief Last?


Since grief is painful, you undoubtedly want to know how long you will have to endure this powerful emotion. Pain is generally more tolerable if we know it’s going to end sometime.


A shorthand answer concerning the duration of grief is that it will take as long as it needs to take. It will take longer for some people than others, depending on the nature of their relationship to the deceased, the circumstances of the death, their support systems, how they cope with adversity, what else is going on in their lives, and the resources they have available to them.


A young man called me one day to say that he was worried about his mother. His father had died and he was wondering just how long his mother would be acting so upset. I asked him how long his father had been dead and he replied, “Two weeks.” When I responded, “That’s not very long,” he asked, “Well, will she be better in two months?” Once again I had to say, “That’s not a very long time.” He seemed disappointed that grief can’t be put on a fast track.


You may encounter loving and well-meaning friends who hate to see you hurt and want to see your mourning end. They may not understand that the worst thing you can do is to try to shut off or deny these powerful feelings. Often these are people who have never experienced the death of a loved one and don’t yet comprehend the function and importance of mourning. If you have friends pushing you in this direction, simply tell them that you can recover from your grief but that you need time to work it out; when you have done so, you expect to be back on track again. (See Chapter 10, “A Friend in Need.”)


Although your grief can be expected to last a relatively long time—from a few months to several years—it won’t always be the all-encompassing feeling of despair that you are feeling now. Commonly grief is sporadic. You will have good days as well as bad days. You may catch yourself laughing, perhaps guiltily, at a friend’s joke, and then, moments later, bursting into tears when you hear a nostalgic song that reminds you of your loved one.


At some point your grief will end, but this doesn’t mean that there will ever be an end to your sense of loss. A father whose son had died a quarter century earlier said, “If I were an actor on stage and needed to produce tears, I would only have to think of my son to cry.” This father is a happy man leading a full and productive life, but the memory of his son and of the pain of his death will always be with him. You can expect your grief to pass, but this won’t mean forgetting your loved one.


“Time will heal” is a common saying. Part of it is true, and part is myth. Time will aid in recovery from grief, but it is time that needs to be used well. Time spent frantically running from grief—traveling, perhaps, or visiting relatives, keeping ever busy with never a moment to think about one’s loss—will not help. Eventually, you will run out of places to go or things to do, and at that point you will have to face the void created by the death of your loved one. On the other hand, if you use your time to mourn your loss, to adjust to a different kind of life, and to get acquainted with your now somewhat altered (maybe greatly altered) identity, healing will occur faster.


You may feel that your grief is unique. You are right, it is unique; the circumstances of your life will make it so. There is no standard recipe for grief that will apply to your situation. However, there are factors that will influence the length of your grief, and you can gain some reassurance from knowing what they are. (See Chapter 6, “Differences That Matter.”)


Age of the Deceased


    The younger the person is who died the more difficult it is likely to be to mourn that death. It seems unnatural in the scheme of life for a child to die, just as it seems unfair for a young adult to die just when life’s adventure is about to begin. On the other hand, when an elderly person dies, one may feel some comfort in knowing that the person had lived a long and productive life. (See section 6.1 for discussion on old age, 6.7 on grandparents, and 6.14 on children.)


    Cause of Death


    When loved ones know in advance that death is approaching, they may experience much of their grief long before the actual death. Thus, they may actually feel a somewhat guilty sense of relief when the death occurs, and what grief remains may be of short duration. Alternatively, the more sudden or violent the death, such as an unexpected fatal heart attack, car accident, or suicide, the longer one may expect grief to last. Not only will the bereaved person have had no time to prepare for the death or to say good-bye, but the suddenness and possible violence of the death will add to the burden of grief. (See sections 6.1 through 6.5 on different kinds of death situations.)


    Nature of Relationship


Was your relationship with the deceased a loving, fulfilling one? Has it left you with a sense of completeness, filled with memories to be treasured? Or was your relationship with the deceased stormy and volatile? The emotions generated by those relationships will play a part in determining the length and intensity of your grief. (See section 7.17 on conflicted relationships.)


    Other Events in One’s Life


Life following the death of a loved one doesn’t always cooperate to allow one to work through one’s grief. A very common story goes like this: “Not only do I have to deal with my dad’s death, but now my favorite aunt has died, my car has broken down, work is not going well, and I don’t know what will happen next or which to deal with first.”


Other events in one’s life sometimes dictate what must be handled first, making it necessary to put grief on hold. When this happens, the need to mourn is still there and will emerge at a later date, perhaps weeks or months later. Such complications will lengthen your grief and mourning period. (See section 7.1 on other changes in one’s life.)


    Support Systems


The support and understanding you have around you will make a big difference in how you experience and handle your grief. Do you have a family that has rallied to your needs, or do you feel isolated and abandoned? Do you have care and understanding at your workplace, or are you expected to be 100 percent productive immediately? How about your friends? Are they loving and supportive, or are they making comments such as, “Come on now, put this behind you”? The more support you have, the quicker your recovery from grief will be, but you will still need time to reflect on your loss, to mourn, and to become comfortable with the changes in your life.


    Resources One Can Command


Communities are becoming more aware of the needs of the bereaved and are developing more resources to help people like you recover from their grief. If you feel the need of such help but don’t have the energy to do the research, ask a friend to seek out the resources that are available to you. Check your library or local bookstore for appropriate books. Watch for announcements of lectures that may be informative. Search out any support groups that would apply to your needs by checking with your local newspaper, mental health center, library bulletin board, library reference desk, church, temple, or local hospice. Support groups are informal gatherings of people who are dealing with similar situations in their lives. It is often very comforting to be with others who can “really understand” how you feel. (For more help, see the Bibliography and Resources at the back of this book.)


    One’s Coping Skills


As you wrestle with your grief, it may be helpful to reflect on how you have coped with other situations in your life. At times of crisis what was your response? Did you seek out information and help, or did you simply try to ignore what was happening and hope that it would pass? Did you get activated in solving the problem, or did you bury yourself in your work? “Know thyself” is a good rule to apply at times like this. Refining your coping skills can help shorten your grief.


    Sexual Differences


“Vive la difference,” said the Frenchman about the sexes. But the differences are not as great as some would have us believe. Popular culture allows women to show their emotions and seek support but requires men to be “strong,” which is defined as not showing any emotion. Men are expected to make the tough decisions, take on the unpleasant jobs, and never cry. This need not be so. In fact, it is unhealthy for anyone to lock up his emotions; they need to be expressed.


Of course, crying is not the only outlet for one’s feelings. Chopping wood, physical exercise, or building a guest room on the house are outlets that may be more comfortable to a man. Years ago the father of two dead sons poured his sorrow into creating a beautiful azalea garden in Washington, D.C., which is visited every year by thousands of admirers.


Also, it is now quite common for men to attend support groups to help them deal with their grief. There they find other men to talk to who share their feelings of anger and remorse. If you are a man struggling with grief, don’t let imagined taboos prevent you from mourning your loss; you have just as much right to express your feelings as any woman suffering a similar loss.


1.4 Does Grief End?


    Keeping in mind the definition of grief as “intense emotional suffering,” you can look forward, at some point, to an end to these overwhelming emotions. This does not mean that you will cease feeling sad or wistful, nor does it mean that you will forget your loved one. However, it does mean that the intense emotional conflicts which you may be experiencing today can be brought to an end as you integrate this loss into your changed life. (See the introduction to Chapter 9 and sections 9.1 and 9.2 on helping yourself and on getting better.)


1.5 Why Must You Express Your Grief?


“Why must I express my grief? Why can’t I just ignore it and get on with my life?” are questions you may be asking yourself as you suffer the pain of grief. The answers lie, not in theory, but in observed human experience. People who try to ignore the powerful, deep-seated emotions of grief usually see them reappear later in disturbing forms: physical responses such as rheumatoid arthritis, stomach ulcers, colitis, hiatal hernias, nervous tics, weight loss (or gain), chills, insomnia, back pains, or incessant headaches; or psychological responses such as depression, fits of unexplained anger, interpersonal problems, preoccupation with one’s own death, anxiety, or new, unpleasant personality traits. There are no more powerful feelings than those arising from grief—ignore them at your peril. However, by learning to identify these feelings you can learn how to express them and thus avoid all those unpleasant alternatives.


    Understanding the Grief Process


There is more to grief than what you may be feeling right now. While writers have approached the subject in different ways, there is general agreement that grieving is a process and that grieving people can help themselves by better understanding what is happening to them.


Writers on the subject of grief have attempted to identify different aspects of the process. In 1969 Elisabeth Kübler-Ross wrote about the five stages of dying. Her book On Death and Dying,1 although written for the dying person, is really a book on grieving, helpful not only to the dying but to the bereaved as well. Her five stages consisted of the following:


(1) denial and isolation


(2) anger


(3) bargaining


(4) depression


(5) acceptance


In the denial and isolation stage, the grieving person refuses to accept the harsh reality confronting him or her. In the anger phase the person is continuing to resist reality and to ask, “Why me? Why not that old woman down the street?” In the bargaining phase the person tries to reverse that reality in various irrational ways, as in “bargaining with God,” promising to do certain good works, perhaps, if God will spare your loved one. For example, I promised God I would say a rosary a day if He allowed my husband to live. The depression stage reflects the person’s recognition of reality. In the acceptance stage the person no longer denies reality, no longer feels angry about it, no longer tries to bargain it away, no longer feels depressed about it, but contemplates his death with quiet expectation.


The basic problem with this analysis, as the author herself has pointed out, is the expectation some people have that each of these stages will proceed, in that precise order, and then pass. This expectation has proven frustrating to those who want the grief process to be clear cut and orderly. A young man whose mother was terminally ill told me, “Mother was depressed a week ago, and now she’s depressed again. What’s wrong with her?” A woman told me, “Janet shouldn’t have died yet; she never got to acceptance.” Nonetheless, Kübler-Ross’s analysis can be helpful if you keep in mind that your case, like all others, is unique.


In his 1982 book, Grief Counseling and Grief Therapy,2 J. William Worden wrote about “the four tasks of mourning”:


1. to accept the reality of the loss


2. to experience the pain of grief


3. to adjust to an environment in which the deceased is missing


4. to withdraw emotional energy and reinvest it in another relationship


The first task recognizes that the death must become real before you can work through the process of grief. The second addresses the need to do specific things to express those emotions generated by the death. The third stresses the importance of analyzing the different roles the deceased played in one’s life and to make those adjustments which will enable the person to build a new life. The last focuses on the possibility of personal growth.


Therese Rando in her 1993 book, Treatment of Complicated Mourning,3 writes about the six “R’s” as she takes yet a different look at the process of grief. Her “R’s” include:


1. Recognize the loss.


2. React to the separation.


3. Recollect and reexperience the deceased and the relationship.


4. Relinquish the old attachments to the deceased and the old assumptive world.


5. Readjust to move adaptively into the new world without forgetting the old.


6. Reinvest.


While these analyses vary in approach, each is based on the perception that grief is not static but rather a process leading toward a resolution of the kind of intense emotional conflict you may be suffering at this moment. Once you recognize this, you will be on the path, however slow and winding, to recovery.





1. Kübler-Ross, Elisabeth, M.D. On Death and Dying. New York: Macmillan, 1969.


2. Worden, J. William, Ph.D. Grief Counseling and Grief Therapy: A Handbook for the Mental Health Practitioner. New York: Springer Publishing Co., 1982.


3. Rando, Therese A., Ph.D. Treatment of Complicated Mourning. Champaign, IL: Research Press, 1993.








Chapter 2



PREPARING FOR A DEATH


Things One Can Do When There Is Time to Prepare for the Death of a Loved One





It was mid-December, 1971. My husband, Jerry, had just undergone surgery to remove a tumor from his brain. At first the operation seemed to be a success, but a few days later the picture changed dramatically. I was visiting Jerry when a medical resident walked into the room. After checking my husband, who was sleeping, the young doctor commented that Jerry had only six months to live. Six months to live? I was devastated, but the resident, suddenly realizing that I had not been told, said any more information would have to come from our surgeon. I waited and waited, my heart pounding and my hands shaking, for the surgeon to arrive. Finally, I told a nurse that I had to talk to the surgeon, and she had him paged. When he came, he arrived with a group of residents who were on their rounds. The surgeon took me out into the hall, where I asked him to confirm what I had heard. He said it was true: Jerry’s tumor had been a number four on a four-point scale—as advanced as it could get. He said Jerry had six months to live.


Having given me this shattering news, the doctor then left me standing in the hall as he continued his rounds. There was not another person present who knew what I had just been told. The cleaning woman bumped into me and asked me to move so she could continue her sweeping. A nurse, busy and preoccupied, hurried by, not giving me a second glance. No one had the time to look at my face and see my shock and despair. Not knowing what to do, not knowing what to say, I took a deep breath, put a smile on my lips, and returned to the room of my unsuspecting husband. Looking back on that moment and the three years of playacting that followed, I know that no one can tell me that I could not be an actress. From that moment on, I played a role that required more strength and more finesse than anything I had ever done or likely will ever do again.


At the heart of this playacting was the awful secret I knew and Jerry didn’t: namely, that he had terminal cancer. When I asked the doctor whether I should tell Jerry, he gave me this advice: “We” should not say anything to Jerry yet about this prognosis. I believe he felt that, if Jerry knew, he would become depressed and give up on life, but if he didn’t know, he would be able to enjoy what life he had left. The doctor never altered this advice; Jerry died not knowing that his tumor had been malignant or that his ensuing disabilities were caused by the spread of cancer.


This secret soon became a barrier between my husband and me and, far from helping Jerry enjoy his remaining days, inhibited our ability to enjoy the time we had left. While Jerry was making long-range plans, I was wondering how our children and I could survive without him. Like any guilty secret between a husband and wife, the withholding of this devastating information grew like the cancer in Jerry’s body to destroy much of the tissue of our marriage.


Based on my own experience and that of so many people I have helped through similar tragedies, I strongly advise you not to go down that same path. I don’t know how you might have received such news, but the ideal way would be for the doctor to present a prognosis of this kind ever so gently to the patient and his or her family all at the same time. The doctor should be available, at least for a few minutes, to let this news sink in and to answer questions. This way, everyone receives the same information and can rely on the memory of others to verify what the doctor may or may not have said.


On the other hand, you may have gotten such news in some other way. Although attitudes have changed a lot since 1971, you too may have been told to withhold information from a stricken loved one. My experience tells me that secrets like that will do nothing to help your loved one and can erode the relationship between you.


If you are still wrestling with how to share this kind of news, you would do well to discuss it with your doctor and arrange for a time when he or she can meet with you and your loved one and explain fully what is happening. This could be the source of great relief for everyone concerned.


2.1 The Diagnosis


Things have changed since I received that devastating news in 1971. Most doctors today are sensitive to the impact of a serious diagnosis on their patients and their families. However, there are still times when the diagnosis of a terminal illness is given only to the family and not to the patient. This may occur when the patient is still in the recovery room after surgery and the doctor is compelled to say that there is nothing he or she can do to save this person’s life. If this should happen to you, you could find yourself alone, having to listen very carefully to what is said while trying to remain calm in the face of this terrible news. In such circumstances, your first task would be to call family or friends to let them know what has happened. If they should want to come to be with you and to comfort you, let them. You will need their support and love, and they need to know that they can be of help to you.


Your next task would be to face your loved one, who by now might be back in his or her hospital room waiting to see you and to hear how the surgery went. Take a few minutes to think of what you want to say. You will know best what words will work with this person with whom you share a unique relationship. I suggest that you use the correct language: If it’s cancer, call it cancer, and be as honest as you can. Think about other circumstances in your relationship with this person and how they were handled. What worked in your communications and what didn’t? How have you offered support to each other in the past? These unique aspects of your relationship will be present now but need not control how you handle this. If you have handled previous crises well, it will be easier for you to get through this one. If you haven’t, look on this as an opportunity to change the way you communicate with each other. Sharing good news is easy; sharing bad news is much more difficult but can create a new bond between you.


I find some of the following can be helpful when delivering bad news.


• Try not to be overly bubbly. People will see through that facade very quickly.


• Give yourself permission to cry. Crying is a sign that you care.


• Sit down in a chair to look more relaxed and let your loved one know that you intend to stay for a while, not just drop the news and leave. More important, if your loved one is lying in bed, sitting in a chair will put you at the same level as the patient, not towering over him or her and making the news even more threatening.


• Use the correct language. You want your loved one to trust you and to know that you are not going to keep any secrets. Energy won’t be wasted in trying to figure out what you really are saying. When you first see your loved one, you may want to let him or her take the lead and ask those difficult questions. If this happens, answer each question as best you can and defer others to the nurse or doctor. These questions may be asked again later as your loved one recovers from the lingering effects of the anesthesia. Or you may decide the time is right to offer the information the doctor has given you. As gently as you can, start with something like this: “Honey, you were in surgery for less time than we thought you were going to be. The doctor did as he said he was going to; he went in and looked at your liver and discovered what we suspected was right. However, the cancer was more advanced than he thought. He decided not to remove it because that wouldn’t help. So he closed you up and he will be in to answer any questions we have and to talk to us about what treatments we have available to us [if that’s the case]. We have a big fight ahead of us. I am going to fight this with you.”


• Touching your loved one can be very reassuring. It is a simple, elemental way of communicating your concern and love.


• If saying these difficult words is particularly hard for you, you may have to look for other ways of “talking” openly and honestly with your loved one. One way might be to have a third person there, such as your doctor, a friend, a minister, or a therapist, who can say for you the words that are sticking in your throat. This may seem silly and awkward to you, but believe me, it is so much better than nothing and it can be the beginning of a better line of communication between you and your loved one.


• Try to offer hope and support. Almost always, there will be some form of treatment that can be tried, either to put the disease in remission or to ease the pain. You and your loved one need to know that the doctors are not giving up and that you have some choices with which to fight the illness. True, it may be a losing battle, but a battle nonetheless. Your loved one needs to know that you are going to see this illness as “our illness” and that you, the patient, and your doctors are going to see it through together.


• Ask your loved one what you can do that will be most helpful. You need him or her to guide you and to teach you about his or her needs. I remember that when my husband was first diagnosed, I treated him too much as a patient, doing too much for him, robbing him of all his independence, probably making him feel as if he were worse off than he may have been feeling. Let your loved one guide you through these new roles of caregiver and patient. However, you also need to let your loved one know when you are scared or tired, or when he or she is making too many demands on you, or when you feel there are tasks that he or she could really be doing for himself or herself. Communication can, at times, be painful, but honesty is needed if resentment is to be avoided. Honest communication can lead to more emotional growth and closeness.


    Only the Beginning


    This is only the beginning, but it is a good strong beginning that will aid you throughout the months to follow. You may want to talk about many things: legal matters such as wills, power of attorney, living wills, life without you, people to see and places to visit, and funeral arrangements. While you have the groundwork laid, it is never too late to improve communication with your loved one. (See section 10.5 on emotional help and 10.6 on things to avoid.) If you don’t know where to start, never hesitate to find a professional who can help you. Or read the chapter on basic communication skills to enhance your personal relationship.


2.2 Visiting the Dying


The first time you visit someone who is dying is always anxiety provoking. I know because, even after all the times I have made such visits, I still feel somewhat anxious when doing so for the first time. You are not sure what emotions you will feel or how you will handle them. You don’t know what you will find when you enter that room: how that person will look or how he or she may be reacting to these changed circumstances. You may not even know how much that person knows about his or her condition and prognosis. Then, too, you may be worried that he or she will talk about the prospect of death, and you won’t know how to handle that. These and other unknowns can create the anxiety you might be experiencing now. Following are some thoughts that can make this visit less upsetting and more meaningful.
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“I recommend The Mourning Handbook to any reader
in search of a path out of the wilderness of despair.
It is a compass, pointing the way to recovery.”
—Earl A. Grollman, author of Living When a Loved One Has Died
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