

















More Praise for You Are Not Your Illness


—Gerald G. Jampolsky, M.D., author of Love Is Letting Go of Fear “You Are Not Your Illness offers us a way to live successfully with a life-threatening illness or disability, helping us to see that we can choose to experience inner peace and healing regardless of the state of our body. It is a book of strength and hope that offers guidance for all of us … written by a courageous woman who herself has multiple sclerosis and knows of what she speaks.”


—Robert F. Lehman, President, The Fetzer Institute “An inspiring story of courage and sound principles for living in harmony with a life-threatening illness.”


—Willis Harman, President, Institute of Noetic Sciences “It is difficult to decide which one admires most-the author’s courage or her wisdom. [You Are Not Your Illness] has important messages for everyone, for we all have a debilitating, life-threatening disease, the one called aging. What the author learned painfully, through the tragic, steady enfeebling of multiple sclerosis, we all have to learn. The book makes a most powerful point, namely that real healing has little to do with our state of physical health. The reader’s response … is likely to be profound gratitude for Linda’s generous gift.”


—H. Ronald Hulnick, Ph.D., President, University of Santa Monica A Center for the Study and Practice of Spiritual Psychology “It takes an immense amount of courage to live with a serious illness—and that much more to turn it into a victory for the Soul. This inspiring book is about such a victory. It will touch your heart and show you a blueprint for finding meaning in life’s challenges.”
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This book is dedicated to each of us who travels further than the obstacles put before us. Thus, we will know a different quality of loving.


Pierre Teilhard de Chardin


Nothing is precious except that part of you which is in other people and that part of others which is in you. Up there, on high, everything is one.
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You Are Not Your Illness is about something that should matter to all of us. It is about life and love and healing. If I had the power, I would have everyone read it. Why would I do that? Because Linda has learned the lessons we all need to be aware of.


I receive many manuscripts from enlightened people. What enlightens them? AIDS, cancer, multiple sclerosis, and accidental deaths of loved ones. But why wait for enlightenment to come in this way? Why not read this book and learn these lessons ahead of time? Then you will be able to live a full life prepared for the difficulties we all meet.


I am fond of asking audiences if life is fair. The majority always answers, NO! I disagree; life is fair. We all have our difficulties. We need to learn how to deal with them. If there hasn’t been someone in your life to help you learn how to work with difficulties, then let Linda’s book guide you.


You Are Not Your Illness can show you who you are. It can help you hold up the mirror so you can see your true self and your beauty. This is not about perfection but about achieving completeness in your life and healing.


You will be asked to look at your conception of what health is. You will learn how to be healthy despite your physical afflictions.


You will learn to find the passion that can be the energy that leads you to discover a new life. This does not mean you will not feel the anger and grief and all the other emotions that are normal in times of crisis and despair.


However, what you will see is what happens to you and the “Beast” when kissed by “Beauty.” You are the Beauty who can change everything in your life. No one else can do it for you. This book can only help you find what is in you. You must realize that the strength and the inspiration are inside you. Let this book help you raise the lid and release both.


We are all wounded, but we are not all victims. If you learn how to use your inner strength and your spiritual resources, you will always have choices and be empowered to make changes or find inner peace.


I feel there are two main themes to a healed life. One is finding a path in life, a way of contributing love to the world. This is not found by being intellectual and logical; that leads to your becoming path-o-logical. It is found by exploring your inner darkness, your feelings and your happiness. Linda Noble Topf can be a guide on your path.


The other theme is life as a labor pain. Linda regrets never having a child, but if you read her book, you will see that she gave birth to a beautiful human being—herself!


When you can see that the pain and difficulties are related to your choices and desire to live, then you will know they were all worthwhile labor pains because you can say, “I gave birth to myself.” Read this book and be your own midwife to a new life.


Happy Birth Day to You!!


Bernie S. Siegel, M.D.






[image: image]



Sufi expression


When the heart weeps for what it has lost, The Soul rejoices for what it has found.


In 1987, I was out walking with my six-year-old friend Jillian. At that time I was still able to get around with a cane, but I needed to stop quite often to rest. During one of our rest stops, Jillian looked up and told me, “I love walking with you, Linda. I get to see stuff when I’m with you. Most people go too fast for me. They miss all the good stuff, you know. But you take your time.”


I smiled at her simplicity and wisdom. Her words reminded me of the changes in my life since I was first diagnosed with multiple sclerosis. Once, my livelihood as president of one of the hottest design/marketing shops in the nation, Noble Design Associates, depended on my ability to perform creative perceptual shifts on a daily basis. I was considered an expert on breaking through the barriers that block creativity. My company received more than one hundred art direction and community service awards and the praise of veteran creative people worldwide for its outstanding work.


Now, as a person faced with serious illness, I’d had to make my own creative shift in order to realize that dealing with my disease meant more than simply getting rid of it. Like others in my situation, I’d discovered that with a slight shift in perception, my illness could also become a journey of self-discovery. Having accepted the current realities of my life, I found, as many others have, that choosing to make this shift could lead to a sense of wholeness that makes life better, whether the disease gets better or not. I believe there are really no real catastrophes or disasters. There is only our interpretation of events, and how we choose to interpret them helps determine how we act toward them.


In this book, I offer a perspective on loving and living successfully with illness. What I say here is not based on somebody else’s good ideas, on theories, on clinical observations, or on a therapist’s recommendations but on my own experience with progressive multiple sclerosis and its accompanying stress, pain, and fear. Like many others with serious, debilitating illnesses, I have embarked on a daily, moment-to-moment search for the meaning of why something like this could be happening to me. This illness has robbed me of things I have loved—dancing, running, taking steamy hot baths, tying my own shoes—even buttoning my blouse. But I have also found that there is a profoundly comforting reality beyond these losses that gives my life meaning, purpose … and joy.


At some point in this incredible odyssey, I asked myself, “How can I use what is happening to me as a motivator to find those answers that have allowed others before me to push aside the harsh realities of illness and find a way to live with dignity and love?” I wasn’t looking to become a hero—I continue to get my greatest pleasures from a simple life—but I wanted to know what it was that made it possible for people like Helen Keller, or Franklin Roosevelt, or even Lou Gehrig to make important contributions and live full and productive lives. What could I do to use my illness as an opportunity for expansion rather than contraction, particularly when I was feeling frustrated, hopeless, and fearing that life would always be like this?


In 1984, with questions such as these in mind, I founded The MS Initiative. Through it we created a network of people who were living with this illness. We shared resources and success stories, and brought in physicians, health practitioners, and healers, some of them from mainstream medicine, others from a variety of nontraditional modes. Young and old, rich and poor, healthy and infirm, patients and their supporters of all colors and creeds came to The MS Initiative with their frustrations and joys, to gain insights on spiritual wisdom, and to share their experiences. We had rich opportunities to share what we knew with one another and to hear what people were doing at the cutting edge of medical research and the healing arts. It gave us lobbying power, to make certain our communities included facilities that allowed people in wheelchairs or with limited mobility to enjoy cultural events, concerts, lectures; to visit the parks; to go shopping or get on a bus; to enjoy a special meal in a restaurant. For five successful years, The MS Initiative became a national organization, aimed at serving others so they might know better how to live successfully with their illnesses.


My vision, and my mission, was to bring together and widely disseminate information about alternative health care and how it can help patients with MS. We had conferences where people with MS were able to experience a wide variety of health care systems firsthand. We distributed the latest information about treatment and research throughout the world.


For several years, The MS Initiative was the central focus of my life, and our membership expanded into the thousands. Through it I learned not only a great deal about my own illness, its treatment, and what therapies were available to help me be more comfortable with it, but much more than that, I experienced the deep personal fulfillment in personal relationships and inner peace that I have always enjoyed in service. I learned, in a way that would never be taken from me, that we need never be defined by illness, and it was out of the many heartening experiences with The MS Initiative and the many people I have met that I decided to write the book you are now reading.


Over the past ten years, I have counseled, lectured, and held discussion groups and seminars on spirituality and new thought. Across the United States on television and radio talk shows, I have provided encouragement to thousands and brought solace to people with life-threatening illnesses by introducing valuable keys for developing qualities of mastership as we move toward greater self-realization and spiritual enlightenment.


The message I would like to bring to anyone facing a serious illness starts with this statement: No matter what the diagnosis, the name of the disease, or the mode of treatment, always remember that who you are is not somebody with an illness. Who you are is somebody, somebody who matters! Embrace that somebody. Love that person. And you will discover your true identity beyond illness. This is perhaps the most important insight I have to offer others.


It is difficult to avoid approaching serious illness without negative self-judgments, anticipating tomorrow’s losses or pain. Influenced by traditional conditioning, most people approach illness based only on the immediate experience of physical discomfort, fear, and deprivation. As a result, they miss out on the life-expanding experiences that are constantly being presented to those who are aware and awake enough to claim them. What I have found, with the support of my husband and best friend, Michael, my dearest friends, loved ones, and the thousands of men and women who have participated in The MS Initiative, is that there truly is another way to live with illness, one that is filled with dignity and purpose and love.


This is a how-to book, hopefully directing readers along a path for developing those traits of character that allow us to tangibly improve the quality of our lives. The anecdotes, quotes, and stories presented here are intended to help you on this journey, as you shift your perceptions and begin to find harmony and balance that you may have thought impossible up until now. The book is also intended to show supporters, caregivers, family members, and physicians a new way to relate to people with serious illness, to serve them as patients, perhaps, but more than that to establish relationships that build dignity, reducing the separation that has traditionally existed between people with illness and those who are well.


When I was first diagnosed with MS, I did not know where to turn for help. Where do we go in this world of busy specialists to find information and support for a life journey such as this? It was once assumed that we could turn to physicians, therapists, hospitals, nursing homes, schools, families, the clergy—that any or all of these might offer counsel and minister to our emotional and spiritual needs when we were confronted with this most difficult of life’s challenges. Too often, the physician is a medical specialist whose knowledge is limited to what is going on in the body. The hospital or nursing home staff is focused only on physical maintenance—that is, meeting the basic needs of the patient. Meanwhile, family and friends can be virtually devastated by the fact that their loved one has a serious disease that is beyond their control. The therapist or religious counselor may have little more than sympathy and compassion to offer, perhaps combined with methods to ease more serious psychological symptoms, such as depression, apathy, or loss of faith. But where do we find the skills to make our lives full and whole again, regardless of even the most calamitous physical losses and symptoms? Where do we turn to reclaim dignity and purpose and joy for ourselves?


Within traditional approaches, the person with the illness all too often becomes an outsider in life. Personal relationships change as we lose the ability to function in ways we once did. But in putting the book together, I met many people who were living successfully with serious illness, who had made peace with their lives, often in ways they had not enjoyed prior to their illness. I met people who had gained a level of dignity and strength that was an inspiration to everyone around them. I met many great teachers who offered wisdom and went far beyond the old stereotypes of dealing with illness. I found that, rather than being limiting and painful, living with illness could be enriching. It could be, as one person has put it, a “magnifying lens” bringing life up closer, where the truths of all human existence, from fear to ecstasy, become better known and better appreciated.


Most of the material in this book speaks of a journey without doubt or hesitation, without guilt, embarrassment, or shame. In it, I believe, is a voice that speaks to the inner part of us. To journey through these chapters is to put oneself through a different place and time, a time where we perceive ourselves as essentially spiritual beings, with our central task of healing being focused on love.


The goal of this book is to help people who are living with illness deepen their own and their loved ones’ understanding of life, to build a framework for living and loving more successfully. If the principles, keys, and skills offered in this book achieve only that purpose, it will have been well worth the challenge for me.


This book is intended not only as a document one reads from cover to cover, to gather new information, but as a guide to a new way of life, a new way of being whole with your illness. It is my hope that you will experience what you discover here as a way to cultivate tools and life skills that restore, renew, and strengthen you in this time of such enormous challenge.


Every writer, I suspect, hopes that his or her words will open doors for others, will offer a passage of clear light where readers can find their way. I dream that dream for this book—that it might serve as a map, charting a rich, still-to-be explored territory with vast new possibilities and new promise.


I hope that every reader will find inspiration, wisdom, and support here, awakening him or her to what is most important of all: a loving heart.
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ILLNESS



Pierre Teilhard de Chardin


The day will come when, after harnessing space, the winds, the tides, and gravitation, we shall harness for God the energies of love. And on that day, for the second time in the history of the world, we shall have discovered fire.
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Japanese folk saying


My barn having burned to the ground, I can now see the moon.


If you are reading this book, the chances are that you have been recently touched by a serious illness or injury that will radically change you and your loved ones’ lives. There are few events more challenging to us at so many different levels simultaneously: emotionally, financially, physically, mentally, and spiritually. Unless you have lived it yourself—as I have been doing for the past twenty-seven years—it is difficult to imagine that there really could be a way through it, a way of living successfully with a serious illness.


Through the years, I have often thought how wonderful it would be to have a mental road map, or a sort of expert travel guide, to help me find my way through this territory. It would have made the last fifteen years of living with the disabilities of multiple sclerosis not only easier but much more fulfilling and rich, helping me to move more gracefully toward enjoying my life as it is today. With this in mind, I have written this book, hoping it might serve others to live successfully with their illnesses. Perhaps I can help you make the breakthroughs to some of the same realizations that now bring not only normalcy but true joy into my life.


Depending on whether you are the person with the illness, a loved one of that person, or a professional caregiver who genuinely wants to better understand these life challenges, you will be reading this book from different perspectives. But my central focus throughout will be on the person with the illness.


There is a tendency when we have a crippling illness to become so identified with the disease and its treatment that we forget who we are. Always keep in mind: we are not our illnesses, we are still ourselves. And that is what this book is about, showing you how to reclaim your true identity in the midst of the challenge posed by critical illness.


I recently heard a man say that his illness had become a magnifier of life for him. He told me that it exaggerates everything he is, and enhances the very essence of life itself. In the process, he has been able to see himself and life much more clearly. By forcing him to look beyond everyday reality and his own mortality, he said, his illness had taken him closer to who he is, not further from himself.


I know, better than most, that illness has the potential for alienating us from ourselves. But it doesn’t have to. And if this book is about nothing else, it marks out a path that will enhance and expand our lives for us—that will make it clearer who we are, bringing our true identity into focus in ways that it may be impossible for you to even imagine at this moment. I am not proposing a Pollyannaish approach to your illness, nor am I talking about positive thinking. On the contrary, the path I describe here is one that will challenge you in many ways, encouraging you to be more straightforward with yourself than is ordinarily required in everyday life. The end result will be a positive outlook and deep appreciation for who you are, sometimes not in spite of the illness you may have but actually because of it.


EMOTIONAL CHALLENGE
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Chippewa saying


Sometimes I go about pitying myself, and all the time I am being carried on great winds across the sky.


When we first learn that we have a serious illness, most of us are overwhelmed by a dizzying array of emotions: fear, anger, grief, sense of unworthiness, disappointment, guilt, despair, discouragement, pain (both physical and emotional), and shame. This was certainly true for me. Like the impulses of unsuspecting tourists caught in the cross fire of a war in a foreign country, our first reflex is to do whatever we can to escape, to flee, to hide. But of course we quickly discover there is no place to go. Our bodies and minds, our very souls, seem to have become both the victim and the attacker. Short of leaving our bodies entirely, there is no escape.


Consistent with the standards of achievement that had always guided my life, when I first accepted that I was really ill, I signed on with experts of various sorts, each of whom promised that if I would adhere to this diet, that vitamin, herb, regimen, or that physical therapy, I would triumph over my illness.


I seized upon each explanation that doctors, nutritionists, and various healers had to offer with the belief that, finally, this must be the answer! Eating vegetables and brown rice is the right way! Forget red meat. Eating raw foods and juicing vegetables is the right way! Don’t mix fruits and veggies. B6 is good! Too much is bad. Eating protein in strict food combinations is the right way! Eat more fish, but look out for fish oils. Watch out for shellfish. A high-protein diet is the best. B12 shots are a must! Eating by rotating food families is the right way! Beware of transfatty acids in margarine. Eat red meat. Fasting for twenty-four hours once a week is the right way.


Intramuscular injections of “live cells” in Tijuana, Mexico, snake venom oil, phenol injections in my legs, aquatic therapy, homeopathy, raw vegetable juicing, weekly colonic irrigations, ceremonial rituals, sweat lodges and living with the Lakota in South Dakota, deep muscle massage, chi energy balancing, hyperbaric oxygen, ground ginseng root, a myriad of detoxification programs, daily enzymes and food supplements, MRIs, a lacto-vegetarian diet, a macrobiotic diet, chemical sensitivities, mercury amalgam temporal removal, distilled water, electric magnetic field testing, chiropractic treatment and kinesiology, acupuncture, energy work, Kombucha “tea” mushrooms, and now, Beta interferon. The more determined I was, the more confused I became. Finally, I threw up my hands! “I don’t know,” I said. “I don’t know that anyone has the answer I am seeking! Perhaps there really is no escape.”


As terrifying as this realization was, there was a very positive, though at first quite puzzling, revelation that came out of it. I learned that the discovery that there is no escape can become a real blessing, and a gift. The moment we accept the fact that there is no escape, we begin living much more in the present. We begin to take life in, truly absorb it at its most essential. We discover how even our fondest dreams and aspirations, for all the good that is in them, also have a way of insulating us from ourselves.


I remember going in for an appointment to see a neurologist in Philadelphia. On this day I was feeling particularly sad and hopeless about my situation. During the medical consultation, I broke down and cried, “Why is God abandoning me? Why has he forgotten me?” The doctor, intuitive and wise, having witnessed many others going through what I was only beginning to struggle with, replied, “Linda, God has not abandoned you. He has chosen you.”


Oscar Wilde


When the gods choose to punish us, they merely answer our prayers.


I am not going to tell you that I immediately understood what he was saying, because I didn’t. At this point, God was the furthest thing from my mind. The God that I knew was punishing me, not choosing me. However, since I recognized that he knew something I didn’t, what he’d said stayed in my mind, a constant reminder that perhaps there truly was another way of looking at my challenge.


Even knowing that there were alternatives to what I was thinking and feeling, denial, the powerful mechanism that takes over in us all at critical times, screamed out, “This cannot be happening to me!” It was my first line of defense against my fear. No doubt about it, denial can be a blessed buffer, softening the blow. It buys us a little time while we learn how we are going to manage the rest of our lives. But if we pay very close attention to how this protective reflex affects us overall, we soon discover that denial also has its downside.


As contradictory as it may seem to us, the fact is that denial can never liberate us from our fear or bring us anything like lasting comfort. On the contrary, as we learn to accept the fact that there is no escape, we begin moving beyond our fear and emotional turmoil; we begin acknowledging our emotions. We begin to live, whether we have an illness or not, the moment we stop denying or trying to run from our emotions. Surprising as it might seem, those difficult emotions we all spend so much of our lives trying to escape are not the enemy at all but the light that can guide us out of the darkness.


The temptation, however, is to argue that with all the other problems we’re faced with—be it physical pain, financial pressures, family upheaveal—we haven’t got time to deal with emotions. I know. I have been there myself and discovered that in spite of all the other challenges, our own feelings about our illness are at the center of all other issues we are facing. And how we address those most difficult emotions will determine whether we reclaim ourselves, and live our lives successfully, or sacrifice our very souls to the illness.


THE DIAGNOSIS
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Norman Cousins


Death is not the greatest loss in life, the greatest loss is what dies inside us while we live.


The first struggle most of us have comes immediately after hearing the fateful diagnosis. For me, it began at the University of Pennsylvania Hospital, with the terse, stoic neurologist who gave my husband, Michael, and me the diagnosis. I was terribly frightened and terribly naïve about what was happening to me, yet perhaps out of that I became quite assertive, asking even this unsympathetic physician many questions. What exactly was happening to my legs? I wanted to know. Where could I gather additional information? What could I do now? The reply I got wasn’t the one I had anticipated or would have wanted. The doctor leaned toward us, ignoring my desperate questions, and to my surprise and revulsion said, “Too bad you’re so cute. You’ll be in a wheelchair, you know! You might as well go home and wait. There is nothing you can do.”


His cruel insensitivity triggered something deep within me, and I didn’t hold back. I remember glaring at him, snapping, “You have no idea who you are talking to, buddy!” I stormed out of his office deeply upset and depressed. In hindsight, I see this doctor unwittingly activated my will to live in the face of serious illness.


In the beginning, my own intense denial of my illness, and how it would have an impact on my life in the years ahead, was accompanied by an explosive rage, welling up from deep within me. That rage eventually unleashed my strength, my courage, my ability to survive, and my passion to make a positive difference in the world. But first I had to acknowledge my anger fully to myself. Instead of raging against the parts of my life that could not be changed, I began to take a new look at my life’s priorities, carefully selecting what was truly important to me. I began to rebuild my self-image, seeing that life is much more than the past goals, achievements, and expectations by which I had judged myself.


I have always been a survivor, something I learned at an early age. That pattern was set. Especially now, I couldn’t give that up. Those qualities of determination that served me in my earliest life now enabled me to go forward, to explore how I might live successfully with illness. The courage and tenacity that I had learned as a child now prepared me to enter this new and totally foreign world in which I would slowly and painfully lose many of my physical capacities.


For many months, I was devastated, terrified at the prospect of a life of limited mobility. I felt like damaged goods. Perhaps like you, I had never considered the possibility of being the one who would have a life-threatening illness. Surely, there had to be a mistake. “Not me!” I cried desperately. “I’m getting ready to begin my life!” I wanted to have children. I wanted to travel. I wanted the best art studio in the country. I wanted to run a marathon. I had my dreams! And now, now … I couldn’t believe it … not only would I be unable to dance, an activity in which I’d once taken particular delight, but before long I wouldn’t even be able to walk! Inside, I cried, Don’t take these from me! I want to live!


Left to my own devices, with emotional support from my dear husband, Michael, I became my own authority figure. No disease was going to determine the course of my life! For years I simply shoved back my feelings of loss, living as if nothing was ever really going to change. I numbed myself to my fears. I focused on selling my artwork, on photography, on advertising, on graphic design, on marketing, on public relations, on writing. I just assumed I would succeed at whatever I chose, because I knew how to manipulate the system.


Along with all my denial, I began to close myself off from those around me. After all, how would I ever dare let other people know what I would not even tell myself! I worried constantly about revealing myself. I was reluctant to risk any kind of closeness or intimacy, feeling that if people found out about my illness it would end the relationship or put both of us in an agonizing double bind between love and the fear of the disease. I was certain all this would drive apart any friendships and business relationships I might try to foster. I lived every day with a heartbreaking mixture of vulnerability and toughness.


However, as successful as I was at hiding from the truth, there were times when it all came rushing in on me, the flood of reality producing huge waves of emotion paralyzing in their effect. In my worst moments, I felt like a complete failure—a failure in fulfilling my dreams, my talent, a physical failure, unable to save my body from this horrible disease that was ravaging it. I felt I had let myself down, and was surely letting down those who loved me. I was caught up in a whirlwind of thoughts and feelings, of self-blame, despair, judgment, sense of unworthiness, panic, destruction, and isolation. I had this need to prove myself over and over again, because I was never quite good enough in my own eyes.


Around those who looked up to me or who looked to me for strength, I put up a good front. But inside, I secretly lived with a constantly nagging sense of failure—that I was going to be found out—that I was an impostor, knowing that my tough exterior only masked a crumbling interior. I had always taken such pride in my independence! I had always done everything myself, and now I was losing control of my life and the ability to do things that I had always valued so highly. Issues of dependency, such as the prospect of having to ask other people to help me dress or go to the bathroom, overwhelmed me. I felt desperate, scared, and very, very sorry for myself.


I lived with these inner conflicts, denials, and fears for years. And along with all the other emotions I was fighting, a new one began to emerge and grow: my anger. Every time I stopped to think about the reality of the doctor’s diagnosis, I would start feeling that my whole life was being wrenched away. With this feeling I discovered the real depth of my anger. My disease was robbing me of everything I held dear. In my fury, I began to hate anyone who was well, who was sound of body. I did that for a long time, until I discovered another side of this emotion we call anger. When I examined it very closely, I discovered that hidden within my anger was a powerful and abiding will to live. And I saw that it was possible to get beyond my negative expressions of this emotion and actually embrace the positive side of it, thus tapping into an inner resource that might otherwise have eluded me forever.


EMBRACE YOUR WILL TO LIVE
[image: image]



George Bernard Shaw


People are always blaming their circumstances for what they are. I don’t believe in circumstances. The people who get on in this world are the people who get up and look for the circumstances they want, and, if they can’t find them, make them.


I am not certain when I began to change. But one incident in particular stands out. Michael and I were driving along the Pennsylvania Turnpike when I suddenly had to go to the bathroom. The first stop we came to was a fast-food restaurant. This was no time to be choosy. We raced into the parking lot, quickly assembled my electric scooter and I sped into the restaurant in search of the bathroom. Once inside, I was faced with the embarrassing task of having to ask a total stranger for help. Michael could not help me, of course, because it was a public rest room, for women only.


It took all the courage I had at the moment to overcome my sense of humiliation and tell the man at the counter that I needed help in the bathroom—and I needed it immediately. He beckoned a young dark-haired woman who was bussing dishes. She dutifully followed along behind me, holding the door to the bathroom for me as I scooted into the tiny, tiled room. When we got inside I soon discovered that my helper didn’t speak English, and I didn’t speak Spanish, which turned out to be her native tongue.


Somehow, through hand signals and body language, we managed to communicate with each other enough to get me on the toilet. I then asked her to give me some privacy but to come back soon. She left, returning within a minute or two with a glass of ice water. As she held out the glass of water for me to take from her, I stared at her in disbelief, my incredulity mixed with frustration, humiliation, and anger. This glass of ice water seemed so totally inappropriate! What could she be thinking of!


A part of me wanted to lash out at her, to make her the target of all the anger I felt—at the difficulty of finding a wheelchair-accessible bathroom in the first place, at the embarrassment I had to go through just to take care of such a basic physical necessity, and above all in having a body that would not do my bidding. But in that moment, something very important shifted within me. I saw that perhaps I actually had a choice about the way I looked at the world around me. I found, beyond my anger, this awkward encounter in the bathroom of a fast-food restaurant on the turnpike became an opportunity to see life very differently than I otherwise would have. It suddenly dawned on me what the most immediate problem was. And by focusing on it, rather than on all the problems around my physical condition, I felt the emotional distance between me and my helper dissolve. Apparently, something I said might have led her to bring me ice water. However, I believe it was ultimately her compassion and generosity that bridged the language gap.


Suddenly I saw the humor in all of it and I laughed out loud. Here I was, on an obstacle course of ramps that challenged me to defy gravity, wrestling with heavy doors, maneuvering around curb cuts placed directly in front of parking places so that there was no room to get through in my wheelchair. And then there was this rest room, located one flight down from the dining room, and I was unable even to go to the bathroom by myself, forced to ask for help from total strangers.


As if that wasn’t enough, my helper and I couldn’t communicate verbally because we spoke two different languages. Clearly, I was surrounded by obstacles that indeed had the potential for creating a lot of frustration. But the total absurdity of it somehow helped open my eyes to my own humanness and to the kindness of this young woman who really was doing her very best to be helpful. Somewhere in all of that was a lesson, an insight that allowed me to begin taking a fresh look at the meaning of my life. In spite of our mutual awkwardness, there was something very touching and precious and valuable about the moment. In our bumbling, clumsy, embarrassed efforts to attend to the most basic and elemental of human necessities, our hearts had joined.


As Michael and I got back into the car and sped on our way, I recognized that something important had happened back there. I had been able to see my life beyond my thoughts, judgments, expectations, and beliefs, breaking apart the presuppositions that had come to rule my life, shaping my feelings and my actions. I felt almost ecstatic, recognizing that this awareness provided me with a freedom that was indeed profound and heartwarming.


USE EVERYTHING TO YOUR ADVANTAGE
[image: image]



J. P. de Caussade


God speaks to all individuals through what happens to them moment by moment.


I had never thought of it this way before, but I began to see that it is our own perceptions that imprison us. Most of the time, it really does appear that the way we see the world is the way the world really is—and there is no other way to look at it. We find it difficult to see our perceptions for what they are—an inner movie about the way life “ought” to be. It isn’t easy to see that we ourselves are creating the way we experience life, forcing it into our own molds, judging it against the inner movie instead of taking life in as it really is. The incident in the bathroom, breaking through my own perceptions to connect in a loving way with the woman who was trying to help me, allowed me to see that we have a choice not only about how we relate to events around us but how we relate to ourselves and to the perceptions we hold in our minds.


At first it wasn’t easy to hold on to this rather complex realization. I must confess that there are still many times when it eludes me and I fall back into the old patterns. But the more I exercise this option in my life, the easier it gets, and the more I am able to be free of my perceptions of how life should be, opening up a space to find another way of looking at the world. This is the real healing for all of us, able-bodied or not, a freeing up of the illusions of life so that we can step squarely into the process of what our lives are really about: living successfully with the way it is.


CRISIS AS OPPORTUNITY
[image: image]



Epictetus


What concerns me is not the way things are, but rather the way people think things are.


Out of the awkward bathroom episode, I began to feel that life itself—so often unveiled to us in our least graceful moments—was important and valuable and precious to me. And I knew that this outlook was what I needed to pursue in my healing. Though I continued to do everything possible to regain my physical health, I began to catch the first glimpses of the insight that would give me a brand-new way to live my life. The first priority in the healing I sought wasn’t so much a matter of restoring my physical body to health but of learning to live life successfully, regardless of my diagnosis or my physical condition.


This insight was, of course, filled with contradictions whose resolutions would unfold only slowly, and in some very unexpected ways. I think the first step was to look at my life, and the lives of others in similar situations, and ask myself a question that at first seemed quite odd: “What is the true meaning of the word health?”
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