














More praise for Share The Care


“The ALS Association is pleased to endorse Share The Care as a wonderful example of a model of caring support that makes a meaningful difference for all who participate. The tools, techniques, and guidance in Share The Care offer a comprehensive plan that has provided valuable assistance to many people with ALS and their families.”


—Mary Lyon, R.N., M.N., vice president, patient services, the ALS Association


“Share The Care transcends the pictures of what volunteerism is about. It is a step-by-step directive for creating a nurturing, heartfelt group of supportive partners in the caring process for an individual who is terminally ill, chronically ill, or disabled. It helps in maintaining their dignity and independence so they may live their lives more fully; the program is innovative, builds community, and is the wave of the future for caregiving.”


—Gail R. Mitchell, president, National Organization for Empowering Caregivers (NOFEC), www.nofec.org


“A book for anyone who has ever wondered how to help a critically ill loved one and felt overwhelmed by their needs. Share The Care is clear, practical, and powerfully effective. What a blessing!”


—Rachel Naomi Remen, M.D., author, Kitchen Table Wisdom and My Grandfather’s Blessings; professor of clinical medicine, UCSF School of Medicine; founder and director, Institute for the Study of Health and Illness at Commonweal


“It takes a village to care for patients dealing with cancer, both for those at diagnosis and for those with advanced disease. Share The Care is a superb model for activating and sustaining that village. The model enriches the lives of all involved.”


—James F. Cleary, M.D., associate professor of medicine (medical oncology), University of Wisconsin at Madison; director, Palliative Care Program, University of Wisconsin Comprehensive Cancer Center
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Introduction



Share The Care was released in December 1995. In January 1996 the Washington Post printed an excellent article entitled “Friends in Deed,”* detailing the concept of group caregiving and our story. In April, I was sent a clipping from the same paper, entitled “Friends in Deed, II.” It was about a woman who, inspired by the first article, started a group for her friend who was dying of lymphoma. Although the friend died within a few months, her group vowed to continue their support for her husband and seven-year-old daughter through the rest of the year. This included a fund-raiser (the subject of the article) to pay for the overwhelming medical expenses that had accumulated. When Cappy and I read the article we were moved to tears. It was our first proof that Share The Care was making a difference.


Over the years, we occasionally heard from groups and individuals who took time to thank us for writing the book. Through newspaper articles, letters, phone calls, and e-mails we were able to document that Share The Care was being used in at least thirty-three states (and later, other parts of the world). It became a highly respected manual in the field of caregiving as groups came together to help people suffering from diseases and the elderly in need of assistance. The media interviewed us about our experiences in “Susan’s Funny Family.” We gave lectures to health-care professionals and social services students about our new approach to caregiving. We were honored with an invitation to contribute a short piece, “How to Share the Care,” to the PBS Web site for On Our Own Terms: Moyers on Dying.* Then we learned the University of Wisconsin Comprehensive Cancer Center had secured several grants from the Susan G. Komen Breast Cancer Foundation to fund the use of the Share The Care model to help women with breast cancer. They even produced a video about an actual group for a woman named Michelle.


In January 2002, the unthinkable happened. My dear friend and coauthor, Cappy, was diagnosed with a malignant brain tumor. I raced to put together a Share The Care group to help her through an indescribably difficult illness. We lost her ten months later. Sometime during this experience, I made a major life decision. Fueled by my third experience as a primary caregiver, armed with the support of friends, family, and Cappy’s group, and confident with the inner knowledge that all my life experiences had been prepping me for this, I founded a nonprofit organization. Its mission is to promote group caregiving using the Share The Care model as a proven option for caregivers everywhere.


In April of 2003 Share The Care gave birth to sharethecaregiving, Inc. A Web site for the model, http://www.sharethecare.org, went up in August, and by December I we had filed an application for exemption with the IRS and registered with the New York State Charities Bureau. You can read about sharethecaregiving, its mission, and more in chapter 31, or check the Web site for the most current information.


In late 2003, I got the green light not only to update Share The Care in terms of technology and resources but also to include new hands-on ideas pioneered by Cappy’s group and other real-life groups who have generously contributed their information for this new edition.


One of my dreams for sharethecaregiving came to life today. For the first time, I was able to connect a group (no longer functioning) with another (less than a year old) for support and ideas. One has been down the road of caring for a loved one with ALS while the other is struggling with how to cope as their friend’s ALS progresses at a rapid pace. They are in different states, but through their e-mails I could see a fit: a willingness to help and the openness to receive. It was gratifying to help them find each other.


Working on the new edition of Share The Care these past few months has been paving the road for my work with sharethecaregiving. We’re getting the road signs up as we speak: Collaborate, Teach, Compassion, Support, and Share, to name a few. These are the guideposts that are going to move and connect us in ways we haven’t even dreamed of.


Sheila Warnock
[image: image]
February 2004








Foreword to the 1995 Edition



We live and prosper, sicken and die, too much alone. Families get smaller; spouses separate, move, and change careers—we all know how it is.


Paradoxically, we also live too much in immense systems of strangers who serve and are served by us: schools, businesses, highways, malls, clinics, and hospitals. These human but nonpersonal systems are efficient, but they cannot supply us with intimate attention, love, tenderness, and understanding.


The psychotherapist works within this paradox of solitude and system as well. Our aloneness is punctuated by intense periods of time shared with regular patients. On the other hand, there are the impersonal systems of peer review boards, insurance companies, and patient referrals to other professionals in other bureaucracies.


A few years ago, I was especially moved by a patient named Susan who was stricken with a relentless cancer. In the course of her illness, Susan—whose case runs through the pages of this book—met intimately with me for a few hours a week while she was otherwise perpetually engaged with the health-care system and its subsystems of hospitals, private practitioners, clinical laboratories, and drugstores.


In the course of our time together, I learned, almost in passing, that though she lived alone, Susan had a large number of friends and acquaintances scattered nearby. Nevertheless, when she needed the kind of daily, ongoing, deep personal attention that bureaucracies cannot give and geographically dispersed family cannot provide, she seemed to both of us starkly alone. Her friends came into her daily life only for brief moments—to meet for lunch, to accompany her to a doctor’s appointment, to phone in a late-night call of comfort and support. She was stranded. Society has sophisticated physical apparatuses to keep us alive as long as possible, but not much to offer us for dealing with the solitude, fear, guilt, fatigue, and other trials that accompany severe illness.


Susan needed, as so many of us will, an old-fashioned, on-site, extended family, an ideal one that would not burn out in the long process of abiding with the severely ill. Feeling for her suffering, foreseeing her slow dying, I suggested she gather together her friends and acquaintances—people who, for the most part, did not know one another—and that they form such a “family.” I organized the first meeting and helped with two later gatherings. The splendid group—Susan’s Funny Family, as they came to be known—did all the rest, and in great detail, as the reader will see.


The small group can work miracles, as our common experience shows us. We know this even from the creaky, lurching successes of the bureaucracies that characterize most of our public institutions, from business to politics. We know it also when warfare calls on us for great sacrifices and ordinary men and women in combat do heroic deeds. Soldiers are impelled not by abstract notions of flag and country, according to postwar researchers, but by loyalty and involvement in the group, the platoon that keeps every army functioning in the face of death. The family group is another such potent conformation, and so are the historic, primitive healing groups assembled by tribal healers to cast out spells, to cure psychosis, to bring a glimpse of the divine through ritual.


In this book, the brave people who created Susan’s Funny Family share their knowledge and experience with those of you who want to join together to form a caregiving group for someone suffering from illness, injury, or disability, short-term or long-term.


The benefits are enormous. Not only does the patient get higher quality and more comprehensive care in every sense—from physical to emotional well-being—but the caregivers themselves are supported, healed, and even ennobled.


Sometimes we need to stop living so much alone. This extraordinary book shows a way.


Sukie Miller, Ph.D.
Penngrove, California





PART 1

What’s a Caregiver Group
and Who Needs One?









CHAPTER ONE

How This Book Came to Be Written



Capp’s Story


I met Susan Farrow when we shared a summerhouse on Fire Island, a narrow strip of beach that runs parallel to Long Island. Susan was four feet eleven inches of sass, a fiery redhead with a sharp wit and a sexy demeanor, a demanding job, and two children who were living with her after her divorce.


There were eight of us in that summerhouse, and when I think back on those carefree Fire Island days, the two things I remember most about Susan were her fierce commitment to having fun and our long conversations about men. We shared a passion for life and a love of passion. We were in our mid-thirties then.


But we were also ambitious women, and as our careers heated up we began to lose touch. I was an advertising copywriter (writing screenplays and songs on the side). She was the head of the promotion department of Lever Brothers (raising two children on the side).


I first heard she had cancer from Sheila, who was one of my oldest and best friends. I remember being shocked that Susan, of all people, could have such a serious disease, but when I tried to talk to Susan about it, she said there was nothing to worry about, that they “got it all.” Although she had had several surgeries and radiation treatments, she treated it as an unpleasant, temporary interruption of her life, and I was happy to treat the news of it pretty much the same way.


On the rare occasions I did see her (usually as part of a four-woman birthday group who celebrated birthdays four times a year), we talked about our careers, men, clothes, movies, New York, politics, anything but cancer, which she called “the Big C.”


I didn’t know it at the time, but Susan had a rare form of cancer that had started in the salivary gland and had metastasized to the bones. The tumors were slow growing at first, so there were long periods of time when she could tell herself it was gone and was never coming back. Then another tumor would appear on another bone and she would be back in the hospital or under the radiation machine.


Through it all, for years, she worked (and even managed to get a promotion), took care of her kids, and continued an on-again, off-again love relationship. She refused to join cancer support groups and never admitted the seriousness of her disease to anyone (I suspect not even to herself). I was content to be in denial with her, since I had never wrapped my mind around the concept of death and had never been sick a day in my life. In those days, I was a blur of activity, totally and relentlessly unaware of limitations. As Susan was fond of saying, I was one of those people to whom nothing bad had ever happened. I still had both my parents. I looked much younger than my age and had boundless energy and a Peter Pan optimism. Not only had I never had children, I’d never had to take responsibility for another living creature, not even a pet.


Then on March 15, 1988, I got the phone call that would change my life. Susan, who by this time had been struggling with cancer for four and a half years, told me through her tears that she could no longer take care of herself alone. She was exhausted, terrified, almost hysterical as she asked me if I would come to a meeting at Dr. Sukie Miller’s office. Dr. Miller was her psychotherapist and had urged her to invite her friends to a meeting to see if, together, we could find a way to help her. Dr. Miller, who had been actively involved in health-care issues for many years (and who had been an early advocate of group work), was uniquely qualified to conduct the meeting that would turn a gathering of ordinary people into a powerful caregiver group.


Susan invited eighteen of her friends to the meeting; twelve of us came. We were given very short notice to attend and I was frazzled. I had just left a job as advertising copywriter to open my own music company and was flying to Los Angeles for a recording session the morning after the meeting.


I knew only a few people in the room, and Sheila was my only really close friend there.


I was shocked as my feisty friend Susan broke down and told us her medical horror story, how she had eight doctors, none of whom talked to each other, how she was afraid she might have to quit her job, how she had to have a test immediately because if a tumor was growing on her spine, she could be paralyzed. She was angry, almost hysterical, and convinced that no one in the room could help her.


Dr. Miller had a four-foot-tall dollhouse in her office, exquisitely furnished, and I remember wishing I could crawl into it and stay there until the meeting was over. Dr. Miller went around the room and asked us each for one word describing our feelings. Mine was terror. I had never been very comfortable in groups, and this one was especially difficult because I was convinced everyone could see how scared I was.


Three hours passed in a blur, as we shared feelings and did exercises designed to help us come together as a group. We shared our strengths and weaknesses, formed teams, and answered strange questions, such as what did each of us think we would get from being in the group. When it was over, I flew out the door, glad to have the excuse of an early morning flight. I had agreed to be part of the group, but I wasn’t sure I’d be able to come through.


As I write this, that was five years ago. The group that came to Dr. Miller’s office that evening stayed together and took almost total care of Susan until she died three and a half years later. Only one person dropped out; others were added. As we went along, we developed a unique system for caring for someone seriously ill. We became known as Susan’s Funny Family.


In those three and a half years, I learned a lot about sickness and dying, but that was nothing compared to what I learned about living. I learned what it was to put yourself in someone else’s place. I learned how to stop doing and just be. I learned that by accepting limitations you make life a richer, deeper experience. I learned people can be healed even if they are not cured.


Mostly, I learned about the special power of a group, and I found bonds of friendship and love that are more powerful than disease and stronger than fear. I am not the person I was five years ago. Today, I lead Funny Family caregiver groups with my best friend and coauthor, Sheila Warnock, and it is still a mystery to me that I am now a source of strength for other people who feel as frightened and inadequate as caregivers as I once did.


Sheila’s Story


One of the few things Susan and I had in common was our red hair. Otherwise, we were a real contrast in personalities. She was outgoing, gutsy, and very much of the world. I was laid-back, creative, and into exploring the more mystical side of life. We shared group summerhouses and hung out in the city, going to movies, parties, and street fairs. As an artist, I loved helping her daughters, Keri and Elissa, with their costumes and makeup on Halloween, and Susan loved giving me advice on any subject whether I wanted it or not. Yet we enjoyed each other’s perspectives and were the best of friends.


But unlike her other friends, I knew of her war with cancer right from the beginning. One night I was at her apartment when she fretted over the lump that had appeared out of nowhere on the side of her head, just over the ear. “It’s probably a cyst, but go get it checked out right away,” I remember saying to her. Then her doctor sent her to a specialist who ordered surgery to remove it immediately.


I took her to the hospital, stayed with her kids, and visited her minutes after they brought her back from the recovery room, her face still stained yellow from the antiseptic. I’ll never forget when the surgeon came to speak with Susan and asked me to leave the room (because I wasn’t family). I felt sad, awkward, and angry all at the same time. I thought, Why couldn’t I be there for my friend? She was all alone except for the stranger in the next bed when the doctor told her, “It was malignant, but I think I got it all.”


During her recuperation she told me that she had decided to keep her cancer a secret. I listened and groped for words as she agonized that the operation had left her, for the time being, with an ugly, distorted smile. It all felt so unreal. Susan had always looked healthy and attractive, and she was my peer. How could all this be happening?


Over the next four years, I did my best to help her in emotional and practical ways as the cancer came and receded like the ocean. There were many more surgeries, radiation treatments, and tests.


But this was only half of my caregiving story. At the same time that Susan was fighting her cancer, my mother, who lived several hours away, was just beginning what was to be a long and painful decline. My father had died a couple of years prior, and my brother and sister-in-law lived out of the country. I suddenly found myself her sole caregiver.


Over time, I learned, by absolute necessity, an astounding number of things: how to buy and sell a home, drive a car, deal with emergencies, manage doctors, and navigate the intricacies of Medicare and Medicaid. Eventually I had to find a nursing home for my mother because she could no longer walk or be alone and I couldn’t make a living and care for her at the same time.


I called on strengths within myself I didn’t even know existed and did everything I could for both Susan and my mother. There was only one very important person I overlooked… myself. My life had just stopped. I rarely saw any of my other friends, never dated, and became obsessed with worry. It didn’t occur to me to ask for help even though I was always on the brink of tears and couldn’t sleep. My personal aspirations to pursue an acting career were shoved to the back burner, and even my work as a freelance art director in advertising (which was paying most of the bills) was suffering because I never had time to find new clients or be available when the ones I had needed me. I was always on my way out to solve another crisis.


Then Susan told me she had to have yet another complicated test, a test that required hospitalization. This time she was really on the verge of a breakdown, and at the insistence of her therapist, Dr. Miller, she agreed to call a group of friends together to ask for help. She knew I was totally burnt out and she was terrified of doing battle with no help at all.


The night the Funny Family was born, I looked at the sea of faces in the room and all I remember was feeling a huge wave of relief. I wasn’t quite sure how this group could possibly work. I wasn’t very big on groups and had only very recently joined a women’s support group just to air some of the overwhelming feelings I was having. In that group I had just begun to sense the possibilities of sharing.


Being part of Susan’s group was the most important caregiving lesson I could ever learn: how to take care of myself while I took care of others. As I learned to share workloads, decisions, feelings, and responsibilities—to ask for help when I needed it and allow myself to say no sometimes—my life began to return to me.


In one night, with the encouragement of Dr. Miller, this group of strangers pooled their heads, hearts, experience, and compassion and went to work. It is amazing to me how much I personally gained from that experience and the astounding difference the group made in the quality of my life. I learned so much from them, found more courage within myself because of them, and was able to express my frustrations, anger, and fear to them and know that they understood completely. To this day, we are bonded together by the three and a half years of tears and laughter we shared while helping Susan.


I never dreamed that I would be sharing my experience and writing a book on this subject with my friend Cappy. I feel privileged to be doing this work and to be one of the midwives at the births of so many new caregiver groups.


The First Funny Family


Over the course of the three and a half years that Susan’s Funny Family was together, we were astounded at the power of a group of ordinary people. We cooked and cleaned, shopped and visited, accompanied Susan to doctors, radiation appointments, hospitals, seminars. One of us did her insurance forms and paperwork while another coordinated her doctors, X-rays, and tests.


One member wrote a screenplay with Susan about their experiences with the group. Another member totally organized Susan’s daughter’s wedding, when Susan was unable to lift a telephone. Two of us and Susan’s older daughter, Keri, took Susan to the Bahamas for an alternative treatment, and over the course of six months, several members each spent one or two weeks with her in the Bahamas because she couldn’t be alone.


We baked her kiwi tarts, painted her toenails, held her when she was in pain, laughed with her when it was a good day. Eventually, we washed her hair and put on her makeup, wrote out her checks and arranged for in-home health care when she could no longer leave her bed. We learned about her medications, gave her injections, and finally arranged for the help of hospice for her last days.


We amazed Susan and we surprised ourselves. But the miraculous part is that if you talk to the individual members, no one regrets having been part of the group and no one would say it was too much. In helping Susan, we helped each other. Through crises, through making important decisions together, we held each other’s hands, discovered the enormous healing power of a group, and formed a bond so deep we believed it could see us through anything.


After Susan’s death, we knew that no one person (or even two or three) could or should have to cope alone with what it had taken twelve of us to do. We became determined to share with others what we had learned. Our chance came sooner than we thought.


Another Group Is Formed


Susan died on September 14, 1991. Six months later, we got a phone call from a friend of Susan’s named Francine, who had been suffering from non-Hodgkin’s lymphoma for many years. She had met Susan at Cancer Care, a support group for patients, and they stayed in touch while Francine’s cancer went into remission and Susan’s grew worse. Susan often spoke of her Funny Family to Francine. After Susan died, Francine’s cancer reappeared and she was told she needed to have several courses of chemotherapy followed by a bone-marrow transplant, a procedure that would leave her in a weak and vulnerable state for most of a year. Her aging parents and her sixteen-year-old daughter had been her only caregivers, and she was worried that coping with this dangerous and difficult treatment would be too much for them.


Francine described what she was about to go through, explained that she had a lot of friends who were trying to help but didn’t know how, and then in a timid voice asked if we thought she might need a Funny Family.


Our first reaction was to say “Great.” Our second was “Maybe Dr. Miller can lead it.” But Francine wasn’t in therapy and neither were most of her friends, and she wasn’t comfortable with that idea. She wanted us to lead the meeting. The prospect of leading the meeting without Dr. Miller was daunting. Even though Cappy and I both had been in hundreds of business meetings, this was different. This involved people’s lives. We knew that if we did it well, we could actually help change the course of the next year for Francine and her friends.


We went to see Dr. Miller and told her we didn’t know if we could do this meeting without her. She said that indeed we could—and even do it better than she because we had lived through it. She instructed us to gather the members of Susan’s group and Francine and her friends and simply do a set of sharing exercises. We would share who we were and how we had come to know Susan; they would share who they were and how they knew Francine. We would share what we got out of being in Susan’s group; they would share what they hoped to get out of being in Francine’s group. We would not position ourselves as experts but merely give them the information, systems, and forms we had developed while taking care of Susan. We did not have to have all the answers, she said. All we had to do was share from the heart and keep the meeting on track.


We asked Francine to make a list of her friends and acquaintances who might want to help, and then sat down and tried to remember what had been the most important things in our meeting with Dr. Miller and what had made a difference. In preparing for the meeting, we were surprised at the wealth of experience and information we had to pass on.


We consulted with Dr. Miller, planned the evening carefully, and divided it into two parts. In part one we would do the exercises we had done with Dr. Miller, and in part two we would pass along the practical worksheets we had developed.


When we called the members of Susan’s group, having not spoken to many of them for months, we were immediately a family again. All twelve original members wanted to participate. Francine called to say fourteen of her friends were coming. On the night of the meeting, we had exercises to do and forms to give out. We had sandwiches, soft drinks, and cookies to serve during a break. We had name tags for everyone.


The room was filled with concern, discomfort, fear, and confusion, as well as love and an intense desire to help. Francine was very nervous. Her friends were apprehensive. We were apprehensive. But the minute we began to share who we were and what we had done, the atmosphere in the room changed. We shared our experiences and memories, and realized that along with the difficulties and the pain, there had also been laughter, profound insights, and miracles.


As Francine’s friends talked, it was very moving to see how much they cared for her, how much they wanted to help. There was warmth, laughter, and many tears as Francine talked about her illness, what she needed, and how difficult it was for her to ask for help. We passed out the forms we had developed and explained the systems we had inaugurated. We watched in amazement as her friends began to see what was needed, to move themselves into commitment, to plan the practical steps they needed to take, and to bond together as a group.


We will never forget the special power of that evening as a group of well-meaning but frightened, unsure people became Francine’s Funny Family right before our eyes! Here are some of the things her friends had to say:


I felt many things at that meeting. Sadness about Francine’s illness, the realization of what could happen in the future, pride in seeing my “sisters” giving unconditionally, and the feeling that Francine felt privileged and felt our love. (L.N.)


It was an incredible experience and I felt very lucky to be there. It was all I could talk about for weeks. (K.T.)


It felt very spiritual because of all the love in the room. I have never felt anything like that before. I remember thinking that Francine has given us such a gift of sharing and how lucky I was to be chosen. (B.B.)


I recall the organization and effort that went into the meeting. The dedication and commitment of Susan’s Funny Family. The fact that Susan had no relatives nearby. How collectively everyone was able to assist Susan and the honesty and nondenial of Susan’s disease. (C.R.)


The next morning, Cappy and I realized that something unique had happened. We had found a way to share the burden of coping with serious illness, a way to take care of the caregiver. We realized how helpful it would have been if everything we had learned had been written down, and we resolved to document our caregiving system in a book. As we began to work on it, we realized we were uniquely suited to the task. One of us had never been a caregiver and had been scared to death, and the other had nearly burnt out being a caregiver. Between us, we covered the two categories of caregivers struggling with serious illnesses today.


Since that first meeting we have started many other caregiver groups, refining the meeting but basically following the same format. Each time, no matter who is in the group, no matter how much fear or resistance there is, no matter whether the person has been sick for a long time or has just found out about the illness, we have been moved by the goodness of people, by the deep desire to help and the longing to be part of something meaningful.


This Book Is for You If…


• You’ve never been a caregiver and someone with a serious, complex, demanding illness turns to you for help. You love them, want to be there for them, but are afraid.


• You’re already taking care of someone who is ill and your own life is beginning to fall apart; you’re tired and burnt out and there doesn’t seem to be anyone else to help.


Now you don’t have to do it all alone. No matter how scared you are, no matter how sick they are, whether you’ve ever been a “joiner” or led a meeting, with the help of this book you can create a group to share the care. You can make caregiving a healing, meaningful, and less stressful experience for everyone. You can take total care of the person you love—and take care of yourself too.





CHAPTER TWO

Do YOU NEED A Caregiver Group?



You Just Found Out


You’ve just found out your wife (husband, best friend, daughter, mother, father, son, significant other) has been diagnosed with a life-threatening illness (cancer, AIDS, Alzheimer’s) or has had an accident or sudden health crisis (heart attack, stroke). They can’t believe it’s happening to them—and neither can you.


They’re shocked, fearful, angry, upset, and overwhelmed—and so are you. You stare at them helplessly, trying to see the cancer, but they look fine. Maybe they’ve never been sick a day in their lives and are sure the doctor made a mistake.


They have to have surgery (radiation, bone scans, MRIs, X-rays, bypasses, transplants). They have to make difficult, complicated decisions quickly.


She’s your best friend and you both live alone on opposite sides of a big city. You both have high-powered, demanding jobs. She was in a serious car accident over the weekend and will need extensive help while recovering from several broken bones. They call you from the hospital.


He’s your neighbor. You both live in a small rural community sixty miles from the nearest hospital. He was diagnosed with cancer and will need radiation treatments at that hospital every day for the next four weeks. His wife died last year. He asks if you can take him to his treatments.


She’s your youngest child and you’ve just been told she has leukemia. You’re the mother of three, separated from your husband, and working a part-time job. Your daughter will require your total attention.


She’s your mother and she lives with your aunt in Florida. She has been suffering from Alzheimer’s but now it’s becoming impossible for one person to care for her. Your aunt calls you. You live in California with your husband and two children.


He’s your father-in-law and he lives with you and your wife. He suffers a major stroke that leaves him partially paralyzed. Your business requires you to travel constantly and money is tight. Your wife is pregnant with your first child.


He’s your fiancé and he’s just been diagnosed with AIDS. You were planning to be married next July. You feel as if your life just fell apart.


They Turn to You


Someone who’s never shown emotion suddenly starts to cry in your arms. Someone who’s always been quiet and soft-spoken begins to scream at a doctor while you’re with him. They want your help but they don’t know how to ask for it, they don’t want to ask for it, they’ve never asked for it, or they are afraid you won’t come through.


You’re thrown into a whole new world filled with strange procedures and frightening words… biopsies, MRIs, metastasize, T-cells, bypass, bone marrow. They ask you to talk to doctors you’ve never heard of… oncologists, radiologists, orthopedic surgeons, neurologists. They ask for your advice on life-and-death matters. Should they get a second opinion? A third? Should they have radiation or chemotherapy? They ask you to break the news to a husband or wife or mother or child.


You suddenly realize you’ve never taken care of someone with a serious illness and you don’t know how.


You don’t know what to say to them or what to expect. Maybe the only person you ever knew who died was your grandmother. Maybe you’re afraid of hospitals, intimidated by doctors. Or maybe you have a very hectic life as it is and know you don’t have the time to take care of someone. Maybe you just started your own business and you work from eight in the morning till nine at night. Maybe you’ve got three kids of your own or you just started graduate school.


You feel helpless. Feelings that have been buried for years begin to surface. Life takes on a new heaviness. Suddenly it occurs to you that if this could happen to them it could happen to you, and you want to run away. You find yourself thinking about your own mortality, crying for no reason, wondering if there is a God, hugging your children fiercely, obsessed with keeping busy. You realize you never told this person you love him or her out loud. You have an anxiety attack in the middle of General Hospital. You can’t get out of bed in the morning.


You Start to Do It All Alone


You cope the best you can. After all, it’s your sister, your mom, your friend, your fiancée, and you want to be a good daughter, friend, lover, husband. You tell yourself it’s only until they get better. It can’t be tougher than your job, your husband’s moods, raising three kids. Doctors and nurses do it all the time. But you discover it’s more demanding than you think.


Taking care of someone you love is different from taking care of someone as a health professional. Not only do you have to stretch your own life in a hundred different ways, but you’re also losing the support of someone who was once there for you. Not only are you confronting someone else’s fears about pain, death, and dying, but you are confronting your own.


You’re exhausted after taking them to the doctor. They want to tell you every grim detail and you don’t want to hear it. You find yourself going blank when a radiologist is talking to you. You don’t seem to be able to set limits on how much time you’ll spend on their health problems.


Your emotional swings are as manic as theirs.


One minute you hate them and the next you feel closer to them than ever before. On the one hand, you resent them for taking so much out of you and on the other you feel good about being so needed, honored to be doing something so meaningful.


You Become the Main Caregiver


The illness drags on. You run from work to the hospital. Chronically sleep-deprived, you snap at your own family, forget to pick up the dog, lose your car keys. You feel totally responsible, guilty, embarrassed at your own fears and your inability to talk about them, or even to tell the sick person how much you love him or her.


Sick people are not the people they’ve always been. Their mood swings are frightening. They’re angry at you for no reason. They’re demanding, cranky, hostile. Nothing you do is right. You’re angry at them but you feel too guilty to say anything.


You even feel guilty for being healthy.


You begin to neglect your own health. You stop going to the health club. Your job begins to suffer. You haven’t told the people in the office what’s going on, so they don’t understand why you’re not yourself. You may not even realize you’re different.


You begin to withdraw socially, never having the energy or down time for fun. Your sex drive seems to shrivel up. You never laugh anymore. You may begin to lose your own friends. You certainly don’t have time for their problems—which, next to the ones your sick friend has, are nothing. Week after week, you find yourself canceling that class or tennis match or movie.


Your own friends or family or lover or co-workers won’t know what you’re going through unless they’ve been caregivers themselves, so it may seem that you’re always complaining, always tired, no longer any fun. They may even think you have a drug problem or a drinking problem. You may begin to feel a great loneliness.


Why don’t you ask for help?


Whom would you ask? Who wants to hear about sickness? We live in a youth-obsessed, production-driven, materialistic society that has only just begun to accept death and dying as a fact of life, let alone as a mystery to be respected and revered.


No one wants to confront illness unless forced to. So if you ask for help, you run the risk of turning off your own friends. Even if help is there, you may not see it. You may be creating an invisible wall around yourself.


So you keep going. The problems mount. They need another operation. The nursing home still doesn’t have a bed. They want to talk about death and you don’t. The insurance company won’t pay for live-in help. They ask if they can move in with you. Just when you need your objectivity, strength, and clearheadedness the most, you feel spacey, disconnected, confused. If things continue this way, you feel like you’re going to fall apart. A “burnt-out” caregiver put it this way:


When trying to take care of someone by yourself, you begin to feel like you’re in a dark, murky whirlpool with no escape. You can’t even begin to imagine there could be a way out of the never-ending problems, setbacks, and depressing feelings. (S.S.)


Share The Care


If you’ve been asked to care for someone who is seriously ill and you don’t know how or are afraid, or if you’ve already become a full-time caregiver and you’re beginning to burn out, you can get more help than you ever dreamed possible.


You can put together a group of people to share the care of your loved one. In fact, you can create a caregiver family from friends and acquaintances that people will want to be part of, a “family” that will nurture not only the person who is ill but everyone who is a part of it.


At first putting together a caregiver group may seem impossible. Perhaps you’ve already tried to get people to help and discovered they were too busy or they made promises and didn’t come through. Perhaps they helped out for a while but then dropped out. Maybe they’ve told you that doctors and hospitals frighten them or they have too many problems of their own. Maybe a good friend has distanced herself after hearing about your husband’s illness, or a daughter has stopped calling. Maybe you’re convinced that your friends, your neighbors, your co-workers, your relatives aren’t the kind of people who want to get involved.


It’s true that many people have formed support groups that haven’t really worked, or they’ve worked for a while and then fallen apart. The difference is that the Share The Care approach does not result in just a support group. It’s the basis for a powerful group system that provides every practical tool you need, a system that has been refined through the experiences of many groups.


The Share The Care system begins with a meeting where several group exercises and practical worksheets help to set everyone on the same road and create both a lasting emotional bonding and a strong group organization. It gives you something to fall back on when things get difficult, a ground of being that keeps the group going, keeps the individual members from burning out, and keeps the group together. So when you begin to form your group, don’t be put off if at first people seem reluctant.


It is natural for individuals to run from illness. People often fear calling a person who is ill and offering help. They’re afraid they’ll have to do something they can’t stand or aren’t good at. They’re afraid they’ll end up being the only one to help. They’re afraid of being used, afraid that people will see their weaknesses, that their husbands or wives won’t support them. They’re already doing too much and are afraid to add to their already overburdened lives. So they put off calling and feel terribly guilty while their sick friend concludes they just don’t care about them anymore. But a group approach is different.


People Want to Help


In spite of how scary illness is, people do want to make a difference, to contribute. According to the Bureau of Labor Statistics of the U.S. Department of Labor, “Both the number of volunteers and the volunteer rate rose over the year ended in September 2003.” The BLS notes that “about 63.8 million people did volunteer work at some point from September 2002 to September 2003, up from 59.8 million for a similar period ended in September 2002. The volunteer rate grew to 28.8 percent, up from 27.4 percent.”*


In his inspiring book Heroes After Hours, David C. Forward chronicles hundreds of extraordinary acts of employee volunteerism and talks about why people volunteer:


I really enjoy the camaraderie of working on projects alongside my co-workers, but there’s more: the thrill that I get when the AIDS baby I’m feeding gives me an ear-to-ear smile; the warmth that permeates my whole body when the lonely senior citizen takes my hand after I stop to chat with her during my Meals on Wheels route; the hug I got from my at-risk mentoring student as he beamed with pride after getting the first A in his life. These are the real reasons people volunteer. And the numbers are increasing, because once you have experienced it, you can never ignore a plea for help again.


Volunteerism seems to be bringing great meaning into modern life and seems to be able to heal the wounds caused by isolation. Yet if so many Americans are volunteering to help charities, hospitals, and nonprofit organizations, why are so many individual caregivers taking care of their loved ones alone? Perhaps it’s because it’s too close to home. People are afraid to intrude. They don’t know what’s enough, what’s too much. They don’t know what the sick person needs or wants because the sick person has never asked. Often, there are many people who want to help but they are all duplicating each other’s efforts. Perhaps it is simply that they don’t know what to do.


But give them a specific task or a job they’re suited for and they will lose their fear. A simple “Aunt Jane, you make such a wonderful chicken casserole—maybe you would bake one for Joe and deliver it for his dinner on Thursday?” can make two people very happy. Give them a group to work with and a structure to fit into, and they will feel less anxious. Give them an opening to say yes or no and they may come back with a different or even a better offer. “I can’t help with doing errands for Mary this week but I’d be happy to help out next week, and I have a great video I think she’d enjoy.” Give them a safe, proven system to follow, a caregiver family to belong to, and a group to share it all with, and you will see that there are more than enough people to help.


You Don’t Have to Be a Professional


You don’t have to be a therapist, nurse, or specialist to do this. It requires no professional training, but it uses all the skills you already have. It doesn’t cost anything, yet it could save weeks, months, even years of your life. When Dr. Miller first asked Susan to invite her friends to a meeting, Susan said there were only one or two people who would come. But Dr. Miller persisted until finally Susan came up with eighteen names. Twelve of us came. We were from different pockets of Susan’s life—from her office, from PTA meetings, from the summerhouse we shared. Some of us were her old friends, some casual acquaintances. Most of us were complete strangers to each other.


We were in our thirties, forties, and fifties. We were single, married, gay, straight, divorced, with children and without, one of us a grandmother. We had a wide variety of occupations. Some of us were highly successful, others struggling and unemployed. Among the people who came to the meeting were an actress, an advertising executive, a housewife, a hairdresser, a corporate executive, and a secretary.
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