



[image: ]








Self-Care


for


Caregivers









What readers say about


Self-Care for Caregivers: A Twelve Step Approach


REV. PAUL KELLER, caregiver and author of Living in the Promises


“Once I started reading Self-Care for Caregivers, I could not put it down. It seems impossible to overstate the potential value of this book.”


DEBORAH HARMON-PUGH, SPHR, editor of The Healthy Caregiver


“The ultimate goal of caregiving is achieving secure and fulfilling lifestyles for all members of the care relationship. This book is an outstanding guide to managing the complex realities of caregiving.”


GAIL R. MITCHELL, Empowering Caregivers


“This is a remarkable guide for all caregivers. The exercises are geared towards gaining insight into your ‘inner self.’”


CHARLES BENTZ, husband of Alzheimer’s patient


“The way this book grasps the multi-faceted problem of Alzheimer caregiving is remarkable. It offers caregivers insight and support to properly, wisely care for themselves as they care for their loved one.”


VICKI L. SCHMALL, PH.D., retired gerontology specialist, University of Oregon


“This book gives caregivers a framework for making tough decisions without being consumed by resentment, guilt, or regret … for setting boundaries in caregiving and saying no without feeling guilty.”


ROBERT WATSON, husband of woman with multiple sclerosis


“Whether you’re new to the Twelve Step philosophy or a firm believer in it, you’ll find here a way to survive and succeed in one of life’s most difficult roles—that of a caregiver.”
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    Preface


People often ask me if I wrote this book because of being a caregiver myself. In part, that’s true. I’ve been a caregiver at times for several people close to me and I wanted to share with others some of the strength and hope that the Twelve Steps have given me in those situations.


In addition, I’ve been deeply moved by the stories I’ve heard from my friends Marvin and Diane Larsen and from other caregivers. I’ve been touched by their pain and wisdom. I’ve felt a kinship with them. That sense of kinship, of knowing I’m not alone, is at the heart of the Twelve Step program. It has brought me great comfort over the years. It has also stirred in me a desire to enlarge the circle of kinship so that other caregivers may experience the benefits of the program.


I’ve been involved in Twelve Step programs for over fifteen years. I’ve been caring about caregivers for almost a decade. That special desire to be of service to caregivers has become my personal mission. I have given many talks and workshops to caregivers and to the professionals who work with them, sharing the message of hope and inviting them to turn inward to find peace of mind. I believe that we all have within us the wisdom we need to make sane and healthy choices for ourselves in the midst of the challenges of caregiving. But if we don’t take care of ourselves, it can be harder for us to tap into that wisdom. The Twelve Step program shows us how to take care of ourselves so we can maintain and deepen our serenity.


I have been pleased to see the results of sharing this good news. Many people have called me to tell me how much the book helped them and to ask for a second copy to pass along to a struggling friend or relative. I remember one woman, whose husband had Alzheimer’s, telling me she kept a copy of the book under her pillow. That way, when her husband would wake up and wander during the night, she could reach for it and find solace. Another caregiver, deep in depression when she first came across the book, expressed tearful gratitude for showing her a way out.


I have also been gratified by the responses of professional caregivers who have told me that they too have benefited from the Twelve Step approach described in this book. Nurses, social workers, hospice workers, and other medical, social service, and religious professionals tend to know burnout all too well. I remember speaking to a group of clergy, inviting them to send caregivers from their congregation to a Self-Care for Caregivers workshop I was conducting. One of them asked if they (the clergy members) could come too. Then they began telling me their stories of the burden of having to care for their own parents and family members on top of their ministerial duties. Even these clerics with strong religious foundations were glad to be reminded of the need to rely on a Power greater than themselves.


A nursing director at a mental hospital told me she turned to the book often when the many legal and administrative demands on her, plus her patients’ complex needs, were pushing her to the edge of rage and tears. She said she was learning to step back from overcaring and to ask for what she needed.


You may find many ways to get the most out of this book. One good way is to find another caregiver, or several, to share it with. Meet together or talk on the phone regularly. Discuss each step and how you are using the step to help you. Talk about the exercises described at the end of each step and what you have learned from doing them. Focus on supporting each other’s growth and progress.


You might consider organizing a Caregivers Anonymous group. A few of these groups have started in recent years. However, there is no formal structure in place to support them, at least not at the time this book went to press. You can contact other Twelve Step groups such as Alcoholics Anonymous or Al-Anon to gather ideas about how to run a group meeting and to learn more about other Twelve Step resources. Hazelden also provides many resources that you may find helpful.


If you are a medical, religious, or social service professional, you may wish to help the family caregivers you know obtain copies of this book. One organization bought thousands of copies to give out to the caregivers they serve. An adult day care center used the book as a discussion guide for an on-going caregiver support group they sponsored. Other organizations have sponsored talks and workshops based on the book. You may find your own way of using the book both for your own needs and for the caregivers that turn to you for support.


My main hope is that you will use this book to help you take care of yourself, and in so doing, find for yourself greater peace of mind.


Pat Samples




    Introduction


Taking care of others has been a big part of our entire married life of twenty-eight years. We have raised our own three children and over the years, a number of their friends have lived with us for periods of time. Any time someone we knew needed a place to stay or a little looking after, we were quick to offer our love and our home. Once, for a time, we took in a cousin’s fifteen-year-old friend who had been born to a heroin addict, grew up on the streets, and was addicted to heroin himself. We also made our upstairs into an apartment for Diane’s mother, Beth, as she got older, and eventually became her guardians as her mental and physical health failed. Later, after Beth entered a nursing home some eleven years ago, we opened our home to Frances, an aging longtime friend. Eventually, we helped her with a series of other living arrangements and managed all her affairs as her health failed.


For all the years we have cared for the special needs of others, we have done it with love. But until we became acquainted with the Twelve Steps of Alcoholics Anonymous, we also endured a great deal of emotional strain. We let ourselves become so responsible for the well-being of others, and became so wrapped up in their affairs, that we neglected ourselves. We thought that was the way it had to be. It doesn’t. Little by little, as we gradually allowed the Twelve Step program into our lives, we found more and more ways to take care of ourselves. Because of this, our love and care of others now come more from a sense of fullness and joy than from a sense of duty and self-denial.


The Twelve Step program was started by a group of alcoholics in the 1930s as a way to help themselves recover from the devastation of alcoholism. They formed Alcoholics Anonymous to share the program with one another. Since then, the principles of the program as summarized in the Twelve Steps have been adapted and applied by millions of people to other chronic problems such as compulsive overeating, gambling, and codependency. In fact, the program outlines such a practical, spiritual way of life that it has been adopted by many people who simply wish to find greater peace in their lives.


As caregivers, we found the Steps applied very well to our situation. We quickly identified with the feeling of powerlessness described in the First Step. Caregiving has often left us feeling powerless, especially over the resentment and anger it can generate. Gradually, we began to explore the program more deeply through weekly meetings with a group of other couples who found comfort and wisdom along the Twelve Step path. We have learned so much that helps us every single day as we care for others, especially those with chronic health problems.


Our longtime friend, Pat Samples, who writes about health and spiritual issues, has also adopted the Twelve Steps as an important guide in her life. In her research and writing about the needs of aging and disabled people, she saw the dilemmas faced by many caregivers and, like us, saw the Twelve Steps as an obvious resource for dealing with them. Pat came to us and asked if we would be willing to share our experience with other caregivers. We eagerly agreed.


In preparation for this book, we had many wonderful conversations with Pat about our experiences with caregiving and applying the Twelve Steps. Then Pat went on to interview numerous other caregivers who also have found the Twelve Steps a helpful guide. She used their stories, as well as ours, to help in creating this book. Its concepts are an interweaving of our ideas and hers, along with those of the other caregivers she interviewed. Pat took on the actual task of writing the book; we offered suggestions along the way. We are grateful for having shared this adventure with her because, through this sharing, the Twelve Steps have become an even richer resource for us.


Our real names are used throughout the book, and so are the names of the people we have cared for. To protect the anonymity of other caregivers who generously shared with us their very personal pain and victories, no other real names are used.


Our hope is that this book will be a source of discovery and renewed hope for you. We believe you want your caregiving to be a worthwhile and loving act that leaves you with your sanity intact. That wish may have been shattered or at least shaken a little by now. Your sense of hope for better days may have been diminished. We invite you to use this book to gain a fresh perspective on your situation, and we hope you will take the time to absorb and try out the ideas and the exercises you find here. You deserve to have the kind of life that is promised by the Twelve Steps.


Diane Larsen 
Marvin Larsen


Postscript to This Introduction


The above introduction was written in 1991 when this book was first published. Both Diane’s mother, Beth, and our friend, Frances, have since died, and we are no longer active caregivers on a daily basis. However, we continue to offer supportive care periodically to friends with health problems, and as the two of us face some of our own health challenges, we become caregivers for one another from time to time. We continue to value the Twelve Step program as a guide that helps us take care of ourselves when caring for others.


—September 2000




    
Chapter 1



What’s Expected of a Caregiver


Sometimes in the spring, the rains keep coming and coming and coming for days. We try to step around the puddles, but there are no dry spots. The water rushes along everywhere, slapping up against our shoes, seeping in to wet our socks and chill our feet. Mud gets splashed on our car when we drive and on our clothes when we walk. Our hair gets damp. At times the skies seem eternally dark, although sudden eruptions of noise and light can make us shudder and run for cover. On days like these, most of us long to stay inside and wait for brighter days to come. But we don’t always have that choice.


Taking care of someone with a chronic illness or disability may be a lot like these rainy times—a long-running deluge of gray days that leaves us feeling drenched in worries and responsibilities. And relief, like spring after a harsh winter and later summer, may seem a long way off. While bright moments of promise appear from time to time, choices seem limited and burdens heavy. Yet, the person receiving care needs encouragement, reassurance, and understanding. We are expected always to be there and always to be “up.”


But as caregivers, we need care too. Even if we’ve taken charge and are handling things quite well, the constant worry about another person’s welfare, the uncertainty about what will happen next, and the day-to-day management of affairs can all be exhausting. Most of us have had our fill of answering questions, filling out forms, and endless waiting for medical diagnoses, as well as for countless decisions from doctors, hospitals, nursing homes, insurance companies, family members, and many other people. Trying to make plans while constantly monitoring symptoms and watching for relapse can test the nerves. Our jaws may become tight from trying to control both our temper and our tears while trying to get the cooperation of others.


Most likely, we hadn’t expected things would turn out this way. But by now, we know that the expected can seldom be counted on when it comes to caregiving.


Parent-Child Roles May Become Partially Reversed


One day, Jean got a phone message that her mother, age eighty-three, had suffered a stroke and would probably die within a couple days. Jean prepared for the worst, but just nine days later her mother was discharged from the hospital. With her emotions in upheaval, she had to quickly find a nursing home nearby. Then, for four months Jean visited her mother twice a day, watching with agony and hope as her mother gradually recovered and eventually learned to walk and talk again. During this time, says Jean, “Our roles suddenly reversed, and I became the mother. I spooned liquids between her feverish lips, the way she did for me when I was small. I pulled the sheets up over her shoulders when she was asleep, just the way she had covered me when I was a child. She bonded with me like a baby.”


Now Jean’s mother is in eldercare housing back in her own hometown. Her housing arrangements include what minimal care she needs, but she makes Jean her link to the outside world. She calls Jean often to complain about her condition, to ask for pity and for help of various kinds, and to chastise Jean for not doing more for her. Jean says her mother has grown childlike. “She’ll whine, ‘Everybody else here has kids that come to visit them except me.’ It’s her way of trying to manipulate me just like I did to her when I was a teenager, when I would say, ‘All the other kids get to stay out late. Why won’t you let me?’” Jean feels confused and strained by this new behavior. Every day she wonders if she is doing enough for her mother, and every day she wonders if she can stand one more of those phone calls.


Putting the Focus on the Caregiver


Our situation may be similar to Jean’s or different. The person each of us cares for may be older or younger, living with us or not, easy to take care of or very challenging. Whatever this person’s condition or situation, our life has changed because of it. This book is about us and the way we respond to those changes.


Now, let’s stop for a moment and take that in. The focus is on our needs and activities. Does this idea seem foreign? As caregivers we are used to giving attention to the person we are caring for, and we may actually find it difficult to shift that focus to ourselves for a time. That’s understandable. After all, there is so much to be done. And our feelings of responsibility and concern about this other person are no doubt quite strong. We’ve had to operate in this reaction mode just to keep up, maybe for a long time now.


But can we allow ourselves a little time for reflection? Can we take some time to see more clearly how caring for this person is affecting us? After all, the first person we are responsible for in this life is ourselves. Maybe it’s time to examine how we’re handling that responsibility. Maybe it’s time to give ourselves a break.


Let’s think back to the time before we became caregivers. How was our life different then? What occupied our thoughts and our time? Let’s remember the things we enjoyed, the dreams we had. What has happened to them? Chances are, our life was more our own before we became caregivers.


Then, either suddenly or over time, things may have changed. We either chose or “fell into” the role of caregiver because of the chronic physical or mental problem of someone we love. Maybe we are the primary caregiver, or maybe we are the person who gives little hands-on care, but who is depended on for decisions or other special types of help. Whatever the level of responsibility, we’ve usually experienced some dramatic changes, including changes in expectations.


Expectations


Caregivers are subject to a whole set of expectations. Physicians, family members, lawyers, health care administrators and workers, insurance officials, friends, employers, and the person cared for are just some of the people who look to us to respond to their concerns. The biggest expectations, however, usually come from within ourselves. We may expect ourselves to handle everything perfectly, stay in control, work long hours, keep our spirits up, know the right thing to do, put all our needs and concerns aside when someone else wants something, and more. This is a tall order for anyone to fill.


Even if we could anticipate and plan to meet all these expectations, changes and complications continually arise: The person’s condition changes. The doctor changes. The insurance coverage or government regulations change. People who offer to help change their minds. The van driver for the disabled gets sick. The medication creates adverse side effects. Our job responsibilities change. Rent goes up. And there are so many decisions to make: What legal steps to take; how much time to take off work; what kind of assistance to apply for; what agencies, care facilities, or case managers are best. Someone once said, “Life is what happens when you are making other plans.” How fitting for caregivers!


Some people may tell us that our responsibilities are not much different from those of most parents. It’s true that raising little children does require many of the same skills and offers many of the same challenges. But there are differences. The usual expectation is that healthy children will gradually assume more responsibilities with age, and along the way, many obvious moments of growth, accomplishment, and change inspire and delight us. Parents also have many more rights concerning a child’s welfare, and can exercise considerable control in many situations. Physically, small children are much easier to manage. Of course, the person we care for may also bring us many moments of delight, and health conditions can certainly improve in some cases, but more likely we are faced with accepting an ongoing and perhaps deteriorating condition.


Our days include more than difficulties, of course. Chances are we’ve seen progress. We’ve probably seen some remarkable resilience and courage on the part of the person we care for. Perhaps friends and relatives have surprised us with their willingness to help. Maybe we’ve found that the many resources now becoming available for the infirm and for caregivers are a godsend. No doubt we have surprised ourselves at times by how much we have been able to endure, how much we have learned, and how well we have managed—how joy in even the smallest things has transformed a cloudy day into a bright one.


In fact, many of the problems and expectations mentioned may not be that difficult for some of us. It depends on our point of view. Whether they turn out to be difficult or easy often depends a great deal on how we see them and how we respond.


As we become familiar with the Twelve Steps, we will often find different, less upsetting ways to see and respond to whatever happens as we care for another person. These ways are discussed in Chapters Three through Seven. But first, let’s take a deeper look at some of the painful emotional turmoil so many caregivers experience.




    
Chapter 2



Where the Problems Start


From the very beginning, the stresses of caregiving become obvious. We may have had to make job changes, like Sandy did. She quit her job—even though her husband, who has Alzheimer’s disease, goes to a daycare facility every day. The emotional strain of dealing with him for the rest of the day was too great. Now she is in a financial pinch. Caregiving often strains the budget.
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