

[image: images]




[image: images]




[image: images]




ELISABETH KÜBLER-ROSS IS THE AUTHOR OF


On Death and Dying
Questions and Answers on Death and Dying
Death: The Final Stage of Growth
To Live Until We Say Good-bye
Living with Death and Dying
Working It Through
On Children and Death
AIDS: The Ultimate Challenge
The Wheel of Life




[image: images]




[image: images]


TOUCHSTONE
Rockefeller Center
1230 Avenue of the Americas
New York, NY 10020
www.SimonandSchuster.com


Copyright © 1987 by Elisabeth Kübler-Ross, M.D.
All rights reserved,
including the right of reproduction
in whole or in part in any form.


First Touchstone Edition 1997


TOUCHSTONE and colophon are registered trademarks of Simon & Schuster Inc.


Manufactured in the United States of America


1  3  5  7  9  10  8  6  4  2


The Library of Congress has cataloged a previous edition as follows:
Kübler-Ross, Elisabeth.
Aids: the ultimate challenge / Elisabeth Kübler-Ross.
p. cm.
Previously published: Collier, 1989.
1. AIDS (Disease)—Palliative treatment. 2. AIDS (Disease)—
Psychological aspects. 3. Terminal care. I. Title.
RC607.A26K83 1993 93-16078 CIP
362.1’9697’92—dc20
ISBN 0-684-83940-7
eISBN-13: 978-1-45166-442-3


The letter to Edward on pages 209-22 copyright © 1986 by Joseph P. Bishop. Used with permission of Morehouse-Barlow Co., Inc., Wilton, Connecticut. The letters to the editor in chapter 5 appeared in The Recorder, Monterey, Virginia; the Roanoke Times & World, Roanoke, Virginia; the Daily News Leader, Staunton, Virginia; and the Virginian Pilot, Norfolk, Virginia.




This book is dedicated to G., who lived only nine months but whose life was not in vain. And to Larry. And to all our AIDS patients—the men, women, and children—who, through their suffering, became our teachers in love, understanding, and compassion.


—Elisabeth




“Today, something is happening to the whole structure of human consciousness. A fresh kind of life is starting.”


—Teilhard de Chardin





Acknowledgments


Credit has to be given to the best secretary I have ever had in the twenty years of needing office help and assistance in typing my fourteen books. Frances Luthy has not only run my office in my many absences and seen to it that my mail was always taken care of, but she has—in an untiring way—transcribed my whole manuscript during long nights and weekends and given every help to meet the deadline for the printing of this book.


Robert Stewart, my editor, has done more for me and the birth of this book than any other editor I ever had. He spent several days at my farm and worked through many a night to put the final touches on this manuscript. Thanks to both of these marvelous helpers and friends.


To my two triplet sisters, who have contributed in their unique ways: Erika, through sending me an endless supply of Swiss chocolates to keep me going during the months this book was written, and Eva, for joining me temporarily at the farm and supervising my volunteer staff and by constantly reminding me to celebrate life every day in the midst of this “death and dying” work.


Also, my deep danke dir goes to Evelyn, who came from Germany to keep up my harvesting and canning, as well as my two Swiss farmers who tended to my animals and land while I “hid in the mountains” to complete this work.


There were naturally people whose contributions made this book possible, the AIDS patients themselves, the many mothers and children who shared their stories, the inmates from different institutions, Nancy and Bob Alexander, who visit them weekly, and my special friend, Irene Smith, whose work has enriched many lives on the West Coast and whose growth has been an example to many a despairing soul. She is an example for any fainthearted person and her example will be the shining light to thousands, who, in the future, will venture out into the field of loving service to those stricken with AIDS.


Thank you Mwalimu Imara, you have stuck it out with me for twenty years, starting as one of my theology students two decades ago and going over my first book, On Death and Dying, and again you are the first person to read the complete manuscript of this, my fourteenth book.


Thank you, thank you, thank you, and bless you all.


—Elisabeth




AIDS





Introduction


It may be necessary to give those readers who are unfamiliar with what I do a brief summary of my life’s work so they will understand why working with AIDS patients was a natural outgrowth of my everyday work and concern.


For over twenty years I have been involved in caring for terminally ill patients, both adults and children. My goal has been, and still is, to educate health-care professionals as well as clergy to become more familiar with the needs, concerns, fears, and anxieties of individuals (and their families) who face the end of their lives.


As a result of my work with medical and theological students at the University of Chicago, and hundreds of terminally ill patients who volunteered to be interviewed by me for their “enlightenment,” my first book, On Death and Dying, was published in 1969. It was in that book that I explain the “stages of dying”—denial and isolation, anger, bargaining, depression, and acceptance—simply outlining the major emotional reactions patients, family, and sometimes even hospital staff undergo from the beginning of the diagnosis of a potentially fatal illness up to the death of the patient. Those five stages have been found again and again (not necessarily in the same chronological order) in many different forms of loss besides critical illness: in couples who go through divorce or separation; in a family whose house burns down; a farmer who loses his farm to bankruptcy; in parents whose child ends up in jail instead of college; mothers whose sons are found to be drug addicts or pushers.


Depending on the personality of the individual and/ or the suddenness of the occurring drama, the stages of dying, as we used to call them two decades ago, can surface dramatically and quickly. In the sudden death of a child, however, many a parent stays in a state of shock, numbness, and denial for weeks. It can even last for years if in the emergency room or trauma unit the parents are sedated and tranquilized when the news is given, if they are stuffed with Valium to block emotional reactions and are sent home without the chance to view the body. As I’ve said elsewhere, health-care givers have to become more honest; we have to admit that we use far too many tranquilizers, that we send families home only half aware of the reality of their loss. The result is a prolonged and painful mourning period that is easily preventable.


We have, in many of our workshops, strongly advocated that soundproof “screaming rooms” be established adjacent to emergency rooms, and that they be staffed by members of the Compassionate Friends, who have worked through their own grief over the death of a child and can thereby help newly bereaved families externalize their pain, disbelief, anger, and rage before returning home. In this way they will have already begun to deal with their loss and be better able to inform the rest of the family and friends, share the death of a child with a sibling, and prepare for the funeral.


Life was tough in the early days. There was so much resistance, so much fear and reluctance. Many thought it “odd,” or at least unworthy of a physician, that one would spend so much time with dying patients. It was very difficult to obtain permission from primary physicians for medical and theology students to interview their dying patients. The doctors were afraid they might become “famous” for their dying patients—their “failures”—rather than for their successes. Cancer was a word that few mentioned openly in those days, and substitute labels such as “tumor” and “growth” were used when a patient inquired about the results of tests and examinations.


More often than not the family was informed but not the patient whose life was threatened by the diagnosis of a malignancy. Two decades later, laws and attitudes have changed. Thousands of books and papers written on the topic of terminal illness have led to yet another subspecialty, thanatology. Patients and families now talk more about an impending death, and thousands are preparing their own funerals. By accepting their deaths, patients are more willing to finalize their Last Will and Testament to ensure that their wishes are known and the family taken care of. There is rarely a medical or nursing school, a seminary, or social work institution where courses are not given on the needs of terminally ill patients. The clergy have also come a long way in their counseling.


Hospices have sprung up in every major area and palliative care units are available. Dying patients and their families now have several alternatives to dying in a regular hospital. Thanks largely to the thousands of classes, workshops, and seminars given at medical and nursing schools, theological seminaries, and social work schools all over the country—many using On Death and Dying as their textbook—families are given the option of taking dying family members home for the final stage of their illness. When the science of medicine has done all it can, patients can either sign themselves into a palliative care unit or a hospice, where the quality of life is emphasized and not the prolongation of dying (at all costs!).


Hundreds of hospices are now available throughout the United States and overseas, and a couple of years ago we proudly started the Children’s Hospice International, Inc., an umbrella organization to facilitate the inclusion of children in regular hospices as well as to establish hospices for children alone.


Little did we know when we first started that all this was subtle preparation for a far greater tragedy that was still on the horizon: the pandemic of AIDS. It took twenty years for the American people to feel more comfortable talking about death, openly discussing the possible use of a hospice and/or palliative care unit for elderly parents. Now, millions of young people are faced with premature death, and the number of hospice and hospital beds available to them is far too small to accommodate their needs.


Not only do people with AIDS have to go through the “stages of dying,” they are faced with issues the world never has had to deal with to such an extent, in such massive numbers, and from every direction. AIDS has become our largest sociopolitical issue, a dividing line of religious groups, a battleground for ambitious medical researchers, and the biggest demonstration of man’s inhumanity to man—even far exceeding the treatment of leprosy patients in Damien’s days.


When AIDS started to appear in the United States in the late seventies, no one in the government, or in the medical profession, had any idea the extent to which this soon-to-become epidemic disease would alter the life and life-expectancy of thousands (if not millions) of people the world over. Tragically, the “stages of dying” are experienced by millions in America today. Feelings of denial abound when it comes to facing the reality of a son’s homosexuality; a child’s contact and infection with the AIDS virus; a husband’s bisexuality that led to an infected newborn baby. And when it comes to being more careful about any sexual encounter or the use of needles for illegal drugs, thousands more still live with the illusion that it cannot happen to them.


Denial is a difficult defense and it cannot be maintained over a long period of time unless parents totally avoid contact with their children and “keep their heads in the sand.” Just as Americans have been known to be a death-denying people, so it has become quite obvious that we also attempt to deny AIDS, to pretend it is none of our business! We hear weekly, from thousands of pulpits, “love thy neighbor,” but when it comes to putting that into practice we quickly add a few conditions. And it is those who preach the loudest who have shown the poorest records in their care and compassion.


When a mother discovers that the cause of her baby’s AIDS is her husband of ten years, she desperately tries to deny the possibility that he has a history of bisexual behavior. Even if he eventually admits it, she still tries to find another reason for the infection. One such woman even accused her pediatrician of having used unclean needles on her infant son despite the fact that her husband proved to be an AIDS carrier and admitted to having had a longstanding affair with one of his male co-workers.


Once families can no longer maintain denial, anger and rage set in. A German family was so upset and furious when the casket containing their son was shipped to their hometown marked in big letters “AIDS,” that they left—never to return—the village where the family had lived for several generations.


Fury and anger is obvious in the “solutions” so many apparently well-meaning citizens present in their oratories and offer to “put all AIDS carriers on an island, or in some sort of camp where they can be watched and unable to spread the dreaded disease.” Does that sound a bit like Molokai in the last century or the Nazi concentration camps, where they “isolated” the unwanted race or all those who did not agree with the Führer? We have indeed learned very little from history.


Does it remind you a bit of the war in Vietnam, where we were exposed daily to such statements as “Ten Vietcong were killed, but only one American.” Yes, we still live in the illusion that it shall happen to thee and thee, but not to me. How many more wars, epidemics, famines, or other tragedies do we humans need before we open our minds, hearts, and ears and finally believe that whatever happens to our fellow man happens to us? We were taught that we are our brother’s keeper, but we quickly add all sorts of conditions before we even consider such a possibility.


Anger comes in many forms with the AIDS epidemic. When I called the higher authorities of our penal system years ago to offer a plan as to how to avoid the spreading of AIDS in our prisons, I was told, “This problem simply does not exist.” They assured me that they had had only four such patients in the system, and three of them had already been released! The following day I visited a prison that had seven AIDS patients housed in one wing. No, denial will not work, and anger at the sick men and women will help neither those afflicted nor those who don’t know how to cope with the ever-increasing reality that this is an illness that will continue to spread until we learn to change our ways!


I became very angry myself when one of the bedridden inmates I had visited asked for some oatmeal or anything that he still might be able to swallow—and they brought him tacos! This man was literally starving to death because he had a fulminating infection in his mouth and throat and was unable to receive adequate soft foods, which might have at least made him a little more comfortable. A transfer to a city hospital was out of the question because it would take too much time to handle the red tape. It is this disguised anger, this passive-aggressive hostility that was rampant in the early years of AIDS in the United States—not only in the penal system but everywhere in our communities.


With a sweet smile on his face, a minister informed one of my female AIDS patients that she was no longer able to attend Sunday services as her presence would empty the church rapidly and he did not like preaching to empty pews! The same thing happened to the unmarried mother of a dying three-year-old when she needed the support of her church more than ever.


How many children who had attended Sunday school for years were confused by the dichotomy between what they were taught and what they witnessed when an infected hemophiliac was refused permission to attend school. The anger, frustration, and toll on energy parents feel is often insurmountable when it comes to standing up to the community or school board. And since this happens when the family is already suffering sleepless nights—from worries about the next ominous symptom of their child, from concerns over the ever-increasing cost of tests and available treatments—there is little if any energy left “to fight city hall.” They either give up or withdraw from the community to live out the last few weeks or months together in as peaceful an environment as they are able to muster. And again, it becomes evident that those who stick together will be strengthened, and those who have to struggle alone either fall apart or withdraw completely, abandoning a baby in the hospital in order to “disappear from society.” At least this way they know their child has good medical and nursing care and they can go someplace where no one knows them and quietly die in a rented apartment or room.


“Bargaining” is evident in older children and adults, as well as in the family, and often in the health-care providers: “If she only makes it to first grade, then her immune system will be stronger and she can lick this disease.” One prostitute said to me, “If my child gets well, I promise I will live like a nun thereafter.” It was not to be: both died within seven months of each other. Then there are the mothers who, upon hearing of their sons’ AIDS, move clear across the country, strongly believing that if they give up their homes and work to care for their “boys,” their sons will make it.


Naturally, depending on the course of the illness, this type of thinking does not stand up very long. It is gradually  replaced with a mixture of anger, frustration, exhaustion, and depression. Different from patients with cancer, or other more “acceptable” illnesses, this depression cannot be shared with many. The man whose wife has cancer finds compassion, a listening ear, organizations: clergy, hospital personnel, relatives, and friends who will pitch in and listen to his grieving for hours. They can empathize with the man who has to hold down a job, then come home and cook dinner, who has to learn to do the shopping and laundry, and get the children to bed and to school early the next morning.


Yet if this man’s wife was suffering from AIDS, he’d see little of his neighbors, and if they occasionally did some shopping for him, they’d drop the groceries in front of the apartment door with the excuse, “I did not want to disturb you.”


Someone whose next of kin is dying of AIDS may desperately need to lean his head on a shoulder, but he will not even get as much as a handshake out of fear that the disease can be spread this way. The barbershop—often a place where people can pour out their hearts—may be closed to him with the explanation that the barber had to cut down his clientele and is no longer available to give him his regular haircuts. The same treatment may await him at the dentist’s office, or in the neighborhood bar, where his old buddy suddenly has an important appointment and leaves in a rush when he shows up. One formerly very uptight couple became so frustrated when a well-known Californian funeral chain refused to bury their son that they sought help in the gay community, which had buried hundreds of their own friends. Those men not only welcomed the couple warmheartedly, but arranged the whole funeral and attended in great numbers  to show that not everybody in the world had forgotten and forsaken them! They sobbed and cried at the funeral not only because of their sadness over the death of a young, talented, promising son, but also out of gratitude that this tragic illness truly separated the wheat from the chaff.


Depression is evidenced among the gay population, who attend the funerals of more young men cut down in the prime of their lives than one could ever think possible. One of my patients said sadly that it might be a blessing that he had become bedridden; going to funerals every single week had begun to wear him down emotionally and physically.


No, nobody affected by this illness ever gets used to the absenteeism among colleagues and friends, and then, too, the ever smaller number of healthy friends. Even a slight cold in the winter is viewed as an ominous sign, and every cough is believed to be the beginning of pneumonia as a result of AIDS. A patient of mine who suddenly showed bloody spots on his skin was convinced that he was “the next victim” (his own phrase), and was surprised and “almost happy” when the diagnosis turned out to be leukemia. He struggled with leukemia for a couple of years before he died, and pathetically said that he did not even dare to become depressed about his poor prognosis; he was just so happy he did not have AIDS!


Will AIDS patients ever reach a stage of acceptance and peace? Yes, the same is true as with all other terminally ill patients. If they receive and give themselves enough permission to express their anguish and their tears, their sense of impotence against a vicious killer virus and against a society that discriminates, judges, blames, and viciously enjoys the “fruit of these patients’ unhealthy life-styles”; if they have enough of a support system with people who simply love and accept them and give them the natural nurturing that all human beings need, especially when they are sick, then, and then only, will they develop the stage of peace and serenity that makes the transition we call death a quiet slipping over into another form of existence.


Yes, there are many who do not receive this kind of help. There are many who are judged and discriminated against to the end. There are many who are shipped around and have no one with whom to share their pain. The human spirit, however, is strong, and I have seen the hardest inmates become soft and forgiving to those who purposely made their last months miserable beyond comprehension. In those last few weeks or days, many of them had visions, became aware of help from beyond. And some of them wrote the most profound letters—letters that should make us ashamed in the face of such genuine spirituality.


Yet of all the thousands of patients I have seen literally all over the world, I have never seen such mutual support and solidarity as I have among AIDS patients themselves and their partners. Young men risked their lives in the early days of the epidemic when we were quite ignorant about the transmission of the disease. They were willing to hold those young dying men in their arms so they would not feel unloved and deserted at the end of their lives. In those days they were unaware that one could not catch the disease by sheer proximity, yet they were still willing to risk their young lives to ease their friends’ suffering.


I believe that in view of man’s horrible history of destructiveness toward the world of nature, man against man, we have been given many chances to learn our lessons. And there were many great teachers who attempted to prepare us. But we, in our own arrogant, grandiose ways, thought we knew better—for ourselves and for our country. We gradually replaced the old inner knowledge of our spiritual origin with the “god of material wealth and power, politics, and conditional love.” We learned very little from the world wars, from Korea, Vietnam, Biafra, Beirut, Ireland, Ethiopia ... to name just a few of the tests we were given. One war escalated into another, one religion fought against the other—in the name of God! We were always able to turn off the radio or the TV if it started to get to us, and so we needed a reminder that we could not continue our destructiveness against nature and against our fellow man any longer—or else there would be no planet Earth left.


Is it possible that our AIDS patients, children and adults alike, chose to contribute their short life spans on planet Earth to help us open our eyes, to raise our consciousness, to open our hearts and minds, and to finally see the light?


This is what I see as the often predicted separation of the wheat from the chaff, which is meant to happen before the second coming. We can destroy ourselves with our own self-imposed fears, blame, shame, negativity. We can become very vulnerable to diseases, and more panicky when the number of AIDS patients reaches a million and more. Or we can make our choices based on love and begin to heal, to serve those with AIDS and other diseases, to show compassion and understanding, and finally, before it is too late, to learn the final lesson, the lesson of unconditional love.


Over the next ten years, as changes take place on Earth, those who choose love now will have nothing to fear. They will be spiritually uplifted and above all the turmoil. Those who stick to their old negative, judgmental ways will blame everybody and everything and will be too blind to see the destiny they have created for themselves.


Since we can no longer deny that AIDS is a life-threatening illness that will eventually involve millions of people and decimate large portions of our human population, it is our choice to grow and learn from it, to either help the people with this dread disease or abandon them. It is our choice to live up to this ultimate challenge or to perish.





Chapter 1
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Working with AIDS Patients


My work with AIDS patients started right at the beginning of the epidemic, totally unplanned and spontaneous, as all my work had proceeded in the previous two decades, if it were not already my whole life-style! In the early eighties, we knew very little about this peculiar disease. All we heard (and mainly from the West Coast gay community) was that new cases were diagnosed daily and that many of those young men were dying rather rapidly. There were no cases of homosexual women reported to have contracted the disease. No one knew much about the mode of transmission. The general public just started to become afraid of the upcoming news on radio and TV, but did not feel threatened because “it happened to others,” people with whom they felt they had “very little in common anyway,” as a former neighbor expressed it.


It all began early in 1981 when I received a phone call from a stranger who asked rather shyly if I would consider taking an AIDS patient to one of my five-day workshops. He seemed to doubt that he’d get an affirmative answer. “Naturally,” I said. “We have never ever discriminated, and all terminally ill patients have always been welcome.” We view these workshops as their last chance to put “their houses in order,” to finish their “unfinished business,” and to make peace with whomever they still had disagreements. We are also proud of our well-received pain management for dying patients, and we pride ourselves on the fact that most of our cancer patients die fully conscious and in peace, most often at home rather than in an institution. After I hung up, I started to think, “What if the other hundred participants in the workshop do not agree with my decision and simply take off? What if they refuse to talk to him? To eat at the same table? There were a thousand questions. Did we need to have special eating utensils for him, or was it established that the disease was not contagious? Should we notify the workshop site to have a separate set of bedsheets, and to separate the laundry? God, there were so many things to consider and so little time left. I was glad, however, for the patient’s initiative. He was obviously highly motivated and would surely “push many buttons” for the other participants, who could only benefit from his presence.


On a Monday, at noon, all 101 people showed up at the retreat. We shared our first lunch together in order to slowly get acquainted. Since I have no memory for names, I did not pay much attention when Bob introduced himself to me. I did not associate the person with the earlier phone call. What impressed me, however, in a rather shocking and, for me, unexpected manner, was his face. His nose was huge and purple. His face, neck, and arms were covered with purplish patches, which would later in the decade become synonymous with Kaposi’s sarcoma, one of the most dreaded malignancies and often associated with AIDS. His visual appearance was almost repulsive at first. Being a physician, I was used to all sorts of horrible sights, both from working in the Dermatologic Hospital in Zurich with patients who had venereal disease (prior to penicillin!), and later on, in emergency rooms. I could not help, however, watching the faces of the less indoctrinated workshop participants, who most likely had never been in the company of such a person.


What occurred over the next few days would not only be an incredible lesson for me, but it set the tone for all our forthcoming workshops in the United States, Europe, Canada, New Zealand, and Australia. By Tuesday evening, after our AIDS patient had shared every meal so far sitting next to me, I noticed that I included in my prayer: “Please, Lord, let me have one single meal in an appetizing environment.” I jolted up in an instant! Did I, Elisabeth, really say that in a prayer to the Lord, who was known to work with the lepers and who tried to set an example for all of us to share, to love, to heal? I have never in my life worked harder to get in touch with my own feelings of repulsion, my own concerns, my shame and guilt than I had that night! Thank God for my assistants, who were there when my physical stamina started to wear out from paying attention to 101 people for five days and five nights.


When Bob began to feel comfortable and started to share the nightmare of being a twenty-seven-year-old man who got sicker and sicker every week without knowing the cause of all these infections, everybody sat and listened to him. It was upon reading an obituary in a gay newspaper that it hit him like lightning that he, too, could be a victim of this still-quite-unknown disease. His illness progressed with unusual rapidity, but he, fortunately, had a friend who did the shopping for him—and not just the shopping for the daily food, but also for more information. To the growing pile of pamphlets on his table were added every news clipping—at a time when the news media regarded this new disease as a real “hot item.” He went from shock to denial, from anger and rage to bargaining with God. There were days when he was so depressed he could neither eat nor sleep. The sores in his mouth and throat added to his discomfort. He blamed his inability to swallow as the cause of his extraordinary weight loss. He avoided his family out of fear of their reaction and started to isolate himself totally.


What were once pleasures became sad reminders of what his life was like “before.” One day, he recalled, his mother called from out of state, and before he could say “hello,” she questioned him in an almost accusing way, “You are not gay, are you?” Later he recalled that he was grateful for her initiative. He blurted out, “Yes, Mom, I am.” Nothing more was said, and he knew that she might have suspected (initiated by all the newspaper information) that he was really sick and might have this dreaded disease. Bob then started to cry like a baby. He held his pillow in his arms, sobbing into it, again and again repeating, “I’m sorry, Mom, I’m sorry.”


There were very few dry eyes in the room. Two other mothers who suspected their sons to be gay and possible candidates for AIDS cried openly. Both of them left the workshop with an increased understanding and compassion. They both visited their sons to share their experience with the workshop and Bob, and later became a great support system for their sons when they became confirmed AIDS patients.


Bob spent many more sessions of sharing, both in the large room and in a more private separate room, to finish his unfinished business. Even the most judgmental ministers had tears in their eyes and approached him with a big hug! The ice was broken! Instead of judgment and more guilt, they grew in true understanding and compassion. I was not surprised when all 101 people lifted Bob up at the end of the evening session and, while gently rocking him, sang “I’ll be loving you, always.”


Privately I thanked God that night for giving me intuition and making a spontaneous choice from my spiritual quadrant and not from my head. Had I made my choice to take or reject him from my intellect, I might have waited and it could have been too late for Bob and the many others who followed him. The moment I could see him as a suffering human being with incredible inner beauty and honesty, I no longer had any problems either sharing meals or hugs with him. And, as is so often the case, the group took the cue from their leader and followed. It was a profound, though painful, experience that would have many ramifications in the years to come.


When Bob died he was surrounded not only by his family, but also by many of the new friends he made at the workshop. He was wearing one of my scarfs, which has become such an important part of our workshops. Since we have had an ever-increasing number of patients (cancer, multiple sclerosis, lupus, AIDS patients) who are unable to pay for the five-day workshops, I started to knit scarves during my many hours of flying from continent to continent (no two are alike and their colors, naturally, have great significance). At the end of a five-day workshop we hold a raffle and auction, and some very wealthy people pay horrendously large sums for these scarves with the label, “Hand made by EKR.” (Very often, this treasure would be passed on to a patient who wore it at the time of death, often leaving a note to pass it on to another patient.) The money earned from those scarfs have paid for all our indigent patients for the past eight years; we have never had to turn any needy patient down because we have this “Scholarship Fund,” as we lovingly call it.


A workshop with only AIDS patients was the next logical step as the number of requests from these patients far exceeded the places we had available, and we were always booked six to twelve months ahead of time. When an AIDS patient called we could not allow him to wait that long; we had no guarantee that he would still be alive in a year. Thanks to Hal Frank from San Diego, who used to work in my office, a place was found in northern California where AIDS patients were welcome. The retreat was in an isolated but absolutely gorgeous setting, the food healthy, and the atmosphere one of love and mutual trust.


I shall never forget the time spent up there. By then I was not living in California any more and no longer exposed to many AIDS patients, so I was still shocked at the physical appearance of these young men. They were all between twenty-one and thirty-nine years of age, all of them were sick, many of them dying. Some were so weak they had to lie on the floor during the whole session. I have never in my life seen so much genuine caring and sharing, loving and holding, as I saw during that workshop! The volunteers who assisted were the warmest, most caring women and men I have ever met and would, in years to come, make headlines and set up programs for psychological and physical support of these patients.


The stories of the AIDS patients almost repeated themselves. First, they had to come to grips with telling their families that they were homosexuals. They could not postpone that fact much longer since they had more and more hospitalizations, and sooner or later the families would know anyway. The reactions of the next of kin were manifold: from shock and total rejection to loving and supportive care. Mothers, although more dismayed about those facts, did come to their sons’ help more often than fathers, who regarded them as “not worthwhile being called my son,” or simply and silently “had nothing to do with them.”


After sharing the reaction of the next of kin, which usually was the first and hardest lesson many of them had to learn, the reaction of society at large came up: the dentist who “refused to fix his teeth”; the cab drivers who refused to take them to the hospital when they were in dire need of emergency treatment. Many health-care professionals themselves treated the AIDS patients worse than leprosy patients, often keeping them waiting for hours or until they passed out in a little side room, where they had been placed and then “forgotten.” They would wear masks and gowns just to talk to them or they would sit five feet away from them while getting information. When one of the patients wanted to make a phone call, the nurse screamed at him, “Don’t you touch that phone,” and then scrubbed it as if he had vomited on it. So many insults, so many rejections, so many painful memories. There were lovers who decided to kill their friends and then commit suicide since “they were going to die anyway.” The issue of passive and active euthanasia was coming up again and again. It was the time when San Francisco just started organizing support systems, a special unit for these patients, and a hot line for questions, loneliness, isolation, and, naturally, emergencies.


A bisexual man was present who discussed his horrible guilt and inability to share his thoughts with his wife, who had just given birth to a baby with AIDS. He actually envied many of the men who had male mates with whom they were able to share their problems, dilemma, and grief. He was tempted to leave his family altogether, but was unable to do so because of the sick baby, for whom he took the entire blame. During these very painful and “heavy” days, there was one man who just beamed during the whole session. I was tempted to holler at him, “What’s the matter with you, are you sick?” But I restrained myself. Just a short while before the end of the workshop and my departure, I confronted him in as much of an unjudg-mental manner as I was able to muster. “I noticed that you smiled the whole day; what caused this unusual reaction?” I asked him. His smile grew wider. “Yes,” he said, “I’m glad you asked. If I may, I would like to share with the group why this illness has become my biggest blessing.” He then proceeded to share his early childhood in a very fundamental Christian family of the South. He realized as a young teenager that he was homosexual. He tried to hide it from his family but was unable to do so. Sessions with his pastor and their church group only made his feelings of total rejection and guilt worse. He was now ostracized by the whole community. The tension grew at home, no one was willing to talk to him. The father tried to curtail his activities and forced him to work at the family business so he could keep an eye on him every minute of the day.


When he left for the West Coast, he was determined never to walk into that home again, never to talk to his parents again. His life in the “big city,” although exciting at first, was not what he had hoped for. He never found the right job, and once he started to make friends he got introduced into a life-style that was very different from what he imagined his life would be.


Years passed and he found himself dying in the AIDS ward of the city hospital. He had just gone through weeks of agonizing pain, diarrhea, and vomiting. He was emaciated beyond recognition. There were only two friends left who continued to visit him; more than two dozen of his former friends had preceded him in death. He did what most of us will do in moments like this: He reviewed the windstorms of his life, of which there were many. It is true they had made him strong, self-sufficient, and independent, but it had been a short and most painful life. And then he started to drift off into a half sleep and began to review what we call the “moments.” Moments are those, often too few, instances where someone in our life shows us true love. When someone just takes us in his or her arms and hugs us without an explanation. When someone (usually a grandmother or grandfather) shows that he cares—not because of our achievements, but just because of us.


All the moments he could recall were linked with his father and his mother. How are they now? Have they aged? Were they worried? Were they well? A million questions came to his mind. He knew he really looked horrible, but he needed to see them once more before he died. He needed to tell them of his discovery that his special moments were all connected with them. The time was running out and he did not want to die without one more hug and thank-you. His doctor understood his plight. He called his mother up. She had the same voice. She did not even seem too surprised to hear from him after so many years of silence. She was very loving and straightforward, “We are looking forward to seeing you once more, son.” After she hung up, he cried. He had to admit to himself that he had told her a half-lie. He told her that he was dying of cancer and wanted to see her once more. He was surprised how calmly she took the news. But he really did not want to think too much about the “once” more.


He needed to get strong enough to make the trip. He needed to borrow money for the flight. He needed a haircut and someone to shave him, and that would be a problem because of the many lesions on his face. The big day arrived. He had to borrow a suit from one of his friends, since all his clothes were far too big on him. He looked once more in the mirror. God, how long had it been since he looked at himself as an outsider would see him. He looked very emaciated, very clean . . . but he was on his way home! He then recounted how he crossed the meadow, approaching the log house in which he had spent his childhood. The dog came running like an old friend. Nothing seemed to have changed. His mother was sitting on the front porch and his father was sitting in a rocking chair, reading the newspaper. Mom held both arms up as she ran toward him, and Dad followed somewhat slower behind her. (They’re always a little behind.) A few feet short of their meeting, a thought came to his mind that almost made him stop. God, what would happen if she really saw the purple lesions on his face? If she would stop and hesitate? If she would put her arms down and stop a few feet before they would hug each other?


His heart was racing, his feet were barely able to carry him by now. Yes, this trip was probably more than his body could take. The last thought he could remember was, “I have to face this as just another challenge and not a threat.” Then he was in his mother’s arms. She had not stopped. She had not hesitated. They both had their arms around each other. Then he heard his mother’s voice whispering in his ear, “Son, we know you have AIDS and it’s okay with us.”


Their tears mingled and no other words were necessary. “You see,” our friend said, “I had to have this dreadful disease to learn, to really know what unconditional love is all about.” This story was the climax of our workshop. It gave hope to all those who had experienced so much rejection in their all-too-short lives. It gave awareness to all of us about the essentials in life, the true sharing and acceptance of another human being—regardless of color, creed, or sexual preference. And for this, I say, “The AIDS epidemic will turn out to be the biggest and best teacher.”


Let us visit some other AIDS patients and see how the disease has changed their lives. Mr. and Mrs. S. have only been married two years. They were looking forward to the birth of their first child, and when Suzie was born she appeared sickly almost from the beginning. The young mother also started to have spells of extreme fatigue, night sweats, and a general malaise, all of which were attributed to a young mother who had just given birth to her first child.


But life, instead of being exciting and happy, became almost a burden. Mother and child appeared to be sick, and getting sicker. The young father worried, spent seemingly endless days in doctors’ offices and outpatient clinics, and received little advice or help. No one seemed to know what was wrong with the mother, or the little baby who just did not seem to thrive.


It was five months later that a new physician was consulted and diagnosed AIDS in both the mother and child. By then, the married life of the couple had practically ceased. The father was barely able to hold onto his job, and the bills were piling up. There was no laughter or singing in the house anymore, and it seemed that everyone concerned was living in a morgue. The days were spent in a hospital room looking out onto the brick wall of another building or staring into space. The conversation was sparse and the interaction between the couple was practically nil.


How does a young couple deal with such a tragedy? The father’s concern was focused on the ability or inability to keep his job. Can he tell his boss and co-workers that both his young wife and his first and only child are dying of this dread disease? Is he going to be fired, or shunned by his colleagues? Are they going to move away when he wants to join them in the cafeteria? Are they going to be afraid that he may have caught the disease since he had a regular intimate relationship with his wife when she was already sick but undiagnosed? Is he going to have to see his wife die before the baby? How is his family going to react to all of this? Is the life insurance he had on his wife going to be canceled because she had AIDS, the “forbidden disease”? There were so many questions that went through his mind and so few people with whom he was able to discuss them. He felt as if he was living through a nightmare, but he realized there would be no awakening, and no resumption of the marriage that he had planned so very, very differently just a couple of years ago. What made it more difficult was the fact that it was determined that she contracted the AIDS virus two years prior to their marriage as a result of a blood transfusion that was almost certainly an unnecessary procedure as a result of dental surgery. But there was no use thinking backward. It was all very depressing. He looked at his young wife, who had aged a lot in the past few months. She just sat there holding the quiet baby in her arms, not talking to her or to him. Sometimes he wished they would just share what was going on inside their minds, but neither one wanted to hurt the other, and the result was a silent communion between the three who shared the same tragic destiny that was really beyond comprehension. Where is the support system for such families? There are many groups to help the thousands of gay men who have been affected by this disease, but too few who are familiar and ready to pitch in and help the stricken average, middle-class families who are totally unprepared for such a tragedy and who often remain in an almost permanent state of shock from which the surviving spouse “wakes up” only after the mate and child are buried. What are the chances of starting from scratch again? What woman would have the courage to marry a man after he lived for a couple of years with a wife who died of AIDS?


Mrs. P. was a woman who tried to raise her three-year-old son, John, by herself in a small Virginian community. She made a marginal living and managed quite well as long as John was well. But for the last year he had been sickly, and she finally had to give up her job to take care of his recurrent colds, pneumonias, and diarrhea. One illness led to the other, she had many doctors and a dozen diagnoses for her little one. The table in her small bedroom was covered with medicines, all of which were supposed to treat symptoms and, hopefully, make him well. Now he was slowly dying; he was no longer crying, nor was he moving around. He was just sitting in the big armchair, his eyes half-closed, and he hardly touched any food or liquid. No, she did not want to leave him in a hospital, alone again. She knew that he would die soon, and she would be left alone in this world. Life had not been easy, but somehow she would survive. She would probably move away, to someplace where nobody knew her, and nobody would ask any questions. She was sorry that she never asked anybody to take a picture of her little boy when he was well and laughing so that she could carry his photograph with her wherever she went. She could not go to her pastor, or to the local church, because they told her that AIDS was a punishment from God and all the people “like her” were of Satan and deserved what was coming to them. None of the neighbors knew of her problems except that her child was sick most of the time. God, how she would appreciate it if just one person would knock at the door and bring her a home-cooked meal, something she had not had since her little boy had stopped eating! She continued to daydream about a family who would support her, about her mother, who, instead of sitting around drunk almost all the time, would visit her grandson and take him for a ride in the stroller since he could no longer walk! Where were all the good Christian ladies and the neighborly love that she had heard about in Sunday school? Did they exist somewhere; was she simply in the wrong place?





Chapter 2


[image: images]


Parents of Children with AIDS


What can those of us who do not have AIDS, but have children, learn from all of this? Maybe the most important lesson is to be open and honest with each other, with every member of our family, to allow each to share whatever occupies his or her mind from the very beginning, be it husband and wife or parent and child. As long as a door is open for communication, the chances are small that this door will ever be totally and completely closed, especially during a life-threatening illness or the impending death of a member of the younger generation.


In the coming years, it will be the younger generation that will have to deal with this illness. They will no longer be able to say, “It is a gay disease, we have nothing to do with it.” They will no longer be able to say that this will only happen in New York or San Francisco, because 80 percent of the future cases are projected to happen elsewhere, with an ever-increasing number of heterosexuals involved, and many more women and children. It will become the number one concern for teenagers and adolescents who will no longer be able to have sexual partners as their parents’ generation did, who will no longer be able to have several intimate relationships before they decide on a partner for life. In fact, they may, literally, have to choose a celibate life if they want to be sure not to get AIDS. Whole sexual life-styles have changed already in the United States and abroad, and will change much more drastically when it becomes widely known that this disease can be transmitted through any—even regular—sexual intercourse since no one really ever knows another person’s past sexual or drug history. No one will ever again be sure that the partner has not had a bisexual affair or experimented with drugs at one time or another. Perhaps one especially drastic example of this was Ms. G., a successful executive in a well-known international, highly competitive business. She had led a rather sheltered life, she never used drugs and drank very little alcohol even during the very frequent conventions, where she was mainly in the minority, as few women had yet gained so high a level of executive status. She was much sought after by colleagues who admired her business success while maintaining her femininity. She spent most of her life attending courses to establish herself as an expert, and played tennis and jogged to keep herself fit and in superior physical condition.
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