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Dedication




This book is dedicated to Marvin and Barbara Davis, my father and mother, who passionately instilled in me the true value of charity and the importance of never taking “No” for an answer when it comes to your health.




This book is also dedicated to my patient and loving husband, Kenny, and my five precious children—Brandon, Alexander, Jason, Isabella, and Mariella. My family is the real reason that I fought to regain my health and will fight to stay healthy in the future. I want to celebrate and enjoy the privilege of being a happy wife and mother every day. I love my family from the deepest part of my heart.












Lean on Me










Sometimes in our lives we all have pain




We all have sorrow




But if we are wise




We know that there’s always tomorrow




Lean on me, when you’re not strong




And I’ll be your friend




I’ll help you carry on




For it won’t be long




‘Til I’m gonna need




Somebody to lean on




Please swallow your pride




If I have things you need to borrow




For no one can fill those of your needs




That you don’t let show




Lean on me, when you’re not strong




And I’ll be your friend




I’ll help you carry on




For it won’t be long




‘Til I’m gonna need




Somebody to lean on




If there is a load you have to bear




That you can’t carry




I’m right up the road




I’ll share your load




If you just call me




So just call on me brother, when you need a hand




We all need somebody to lean on




I just might have a problem that you’d understand




We all need somebody to lean on




Lean on me when you’re not strong




And I’ll be your friend




I’ll help you carry on




For it won’t be long




Till I’m gonna need




Somebody to lean on















How to Use


This Book









It would be wonderful if this book was given as a graduation gift for every high school or college student. It contains important information that everyone will need at some point in life. We all need to understand the fundamentals of taking responsibility for our own lives and our own health, but there are few classes taught in school that provide this basic knowledge. Realistically, when you find yourself or a friend in a life-altering situation, you will want to read this book as soon as possible.




You have come into possession of this book because either you or someone you love is already facing a major medical crisis. You may need help in a specific area. Most likely, that area is covered by one or more of the ten steps I have outlined in this book. Although I learned the lessons of these steps in approximately the same order as I have presented them, you may need to start immediately on a particular section, develop your understanding from there, then come back to the other chapters later as different crises present themselves.




For example, if you are in a hospital emergency room and are fortunate enough to have this book in your hands, read the short section “ER Basics” at the back of this book. You may not have prepared for the emergency room visit, but the information provided will teach you quickly how to stay in control of the situation, how to help the ER personnel, and how to understand what is going on around you.




If your doctor has given you a copy of this book because you have just been diagnosed, please go home, sit down quietly, and read my introduction, “You’re Lucky.” I believe that it will be a comfort and an inspiration for you. I have been where you are now, and I know that you are going through many of the difficult emotions and experiences I describe. You must turn hopelessness into hopefulness. I am absolutely sincere about the title of this book:Lean on Me. If you or your loved one or friend suddenly finds his or her life turned upside down with a devastating illness, you will understand the importance of the phrase, “We all need somebody to lean on.”




Perhaps you are a relative or a close friend of someone who has just been diagnosed with a devastating illness. First, put a copy of this book into this person’s hands. If reading is difficult, offer to read it to him or her. Second, skim the entire contents and see what seems to apply to the most pressing problem that you or your friend or relative is facing. Absorb that section and take appropriate action.




Undoubtedly there will be many people who have heard that I have useful advice about how to deal with the medical establishment. You need this help especially if you feel that you do not have the insurance or financial ability to get the health care you need. Remember that no matter what your current financial situation, you have the right to the best care possible. Please turn to Step Nine, “Tame the Health Care Monster,” to see if I have addressed your specific problems. The information in the resources section will take you further.




If your parent has chronic medical problems, you may have obtained this book as a guide to advocacy. Consider this a fresh start, a new way of looking at your parent’s problems. This is the time when you may have to reverse roles and become your parent’s caretaker, just as he or she has always cared for you. There are a variety of positive elements to be introduced as you implement the ten steps. You will definitely see how these concepts apply to your life, too.




Finally, if you are that rare and truly lucky person who is not facing an immediate medical crisis in your life or in a loved one’s life, I hope this book will inspire you to take charge of your life and prepare intelligently for a medical crisis that surely will affect you or a loved one in the future. I hope these steps will give you the strength and independence that they have given me. I hope my story will empower you and encourage you to live your life in a way that will inspire and help others.















Introduction




“You’re Lucky”










FOURTEEN YEARS AGO,when I was first diagnosed with a degenerative and life-threatening disease, the last thing in the world I wanted to hear was someone telling me that I was lucky. I did not feel lucky. I felt my life unraveling before my very eyes.




The nightmare began while I was on a ski vacation in Aspen. At the time I was a thirty-three-year-old wife and mother of three precious sons, soaking up the vibrations of the Rocky Mountain slopes, which I had loved since junior high school. Having moved to Los Angeles with my family a few years earlier, being back in the familiar terrain of my youth was like coming home.




I was euphoric, and I went overboard—taking nonstop ski runs one after another, pushing myself to go ever faster. Never mind the poor visibility and the dangerous patches of blue ice spotting the snow pack. Never mind that everybody had quit for the day because the conditions were so bad. It was the last day of a ten-day Christmas vacation, and I had never skied so well. My head was full and I just had to keep going for the last run of the day.




I get a knot in my stomach every time I think of that day. No matter what the risk, I was determined to do it. I rationalized the danger by telling myself that I needed this last bit of exercise, that if I burned a few more calories, pushed myself just a bit harder, I would feel better and look thinner. I was trying to recapture my reckless youth, and I was feeling much more confident in my athletic abilities than I should have.




In retrospect, I understand that muscle tone and thrill-seeking were not my only motivations. I was in a desperate race to run from myself, to escape nagging thoughts about my deteriorating marriage. Racing headlong down a mountain slope with the wind in your face, poised to throw yourself into a hairpin turn in a fraction of a second, doesn’t give you a chance to reflect on where you’ve been, or where you are emotionally.




My instincts were telling me not to take the extra run, but I was not listening. I had turned that part of myself off quite some time ago. The next thing I knew I was losing my balance. I slid across an unseen patch of ice on one ski. Propelled forward by my own momentum, I was totally out of control. The last thing I remember thinking was, Why did my bindings fail to release? Finally, I heard a disturbingpop in my knee, and every nerve in my body screamed out in excruciating pain.




Listen to your Body




By now you may be wondering what my ski accident possibly has to do with my contracting a debilitating disease. A person doesn’t get diabetes, arthritis, cancer, Parkinson’s, multiple sclerosis, or AIDS from skiing in the Rockies, surfing in Malibu, or bungee jumping in Hawaii. It took me nearly a full decade and a major paradigm shift in my thinking to understand the subtle connections that link disease, lifestyle, and the mental conditioning that brings on illness. I might not have been skiing at all had I not been in such a rush to escape the unpleasant reality of my marriage. And I may not have lost my balance on the ski slope that day if my immune system had not become overactive and had begun to attack the myelin of my central nervous system. Had I stopped to listen to what my body was so desperately trying to tell me, I might have avoided the nightmare to come. At the very least, I would have viewed what happened to me as a wake-up call and not a death sentence.




The emergency room doctor at the Aspen Valley Hospital evaluated me and diagnosed my injury. I’d torn a ligament, the anterior cruciate ligament (ACL), in my right knee. Not that it was any big deal—at the time this was considered the Aspen equivalent of the common cold. I was fitted with a brace, set up with a course of physical therapy, and sent back to Los Angeles the following day. After seeking several second opinions, I was scheduled to return to Aspen for an operation to be performed by Dr. Mark Purnell, one of the most skillful knee surgeons in the country.




Symptoms Begin to Appear




Three weeks to the day after tearing my ACL, but before the surgery, I woke up to find that I had lost all feeling in the tips of my three middle fingers of my right hand. I shook them, thinking that I must have slept in an awkward position, that my fingers were simply “asleep.” The problem was that they would not wake up. Maybe the torn ligament or the knee brace was too tight, or maybe it was those electrodes they placed all over me during physical therapy. Three days later I lost all feeling in my entire right hand. This time I called an orthopedist in Los Angeles to find out how all this was connected. It was not connected to my knee injury, he said, and recommended I see a neurologist.




A neurologist? My first thought was that the orthopedist was covering up for something he had done wrong. I was not going to call. The numbness would go away. Besides, I did not have time to see another doctor. I was going to be fine. Doctors were for sick people, little children, and the elderly, not a young mother with three active boys, ages six, eight, and ten.




Three days later, I woke up without any feeling in the fingertips of the three middle fingers of my other hand. Like clockwork, another three days passed and there was no feeling in either hand. Immediately, I made an appointment with the neurologist. By the time I arrived in his office, I had also lost all feeling in my stomach. My eyesight was starting to blur. I had mild flu symptoms as well.




Now I was really worried. I was more than ready to overcome my previous resistance to seeing another doctor. I just wanted someone to explain why this very peculiar paralysis was spreading throughout my body in such a systematic way, what was going to happen next, and how soon they could fix whatever was wrong with me so I could get on with my life.




The MRI




Not soon enough, apparently. It was Friday afternoon. The neurologist did some general tests and a blood workup and told me I needed more tests. He ordered an MRI for Sunday, an indication that whatever was going on was serious enough to warrant immediate attention. “Don’t worry,” he said. “The MRI will only last three hours.” It occurred to me that any X-ray technician working on a Sunday might not be the best the department had to offer, but once again I ignored the voice in the back of my mind issuing me a warning.




At dinner that night, after my three sons, Brandon, Alexander, and Jason, had left the table unaware of the symptoms I was having, I casually mentioned the MRI to my husband. I didn’t want to make a big deal out of something I was still thinking was a fluke complication related to my skiing accident. True to form, he was angry at me for putting a damper onhis weekend. “Can’t you just go on Monday? Sunday ismy day,” he declared. “I’m busy. You can take care of it.”




“Can you help with the boys while I’m there?”




“No. I told you: I have my own plans. Don’t ruin my weekend. You only think of yourself,” he said. Subject closed.




On Sunday, three of my dearest girlfriends—Lynn Palmer, Brenda Richie, and Kathryn Belton—insisted on taking me to the MRI appointment, putting their obligations and their families’ plans aside to be with me for what turned into eight interminable hours.




“Hold still,” the technician repeated every time I coughed or moved, which was quite frequent. In addition to all my other symptoms, I had the flu. He scanned the same parts of my body over and over again as I lay on the gurney feeling ready to explode with frustration. My conclusion was that he had to be the most incompetent X-ray technician in all of Los Angeles. Why was he the only one working on a Sunday? He must be in training, I thought.




Meanwhile, I joked with my friends to hide my impatience and nervousness, as the promised three hours turned into seven. Lynn, my confidante, who is often mistaken for my sister, seemed to be nervous and fighting back tears. I couldn’t understand why she was acting as she did, instead of being her usual peppy and fun self. Brenda and Kathryn were uncharacteristically quiet and sat stiffly, blank expressions on their faces. Later, I learned that even though he had not said anything to me, the unthinking technician had told my friends that the MRI showed spots on my brain and spinal column—which could have been any number of things, none of them good. I had to wait for my appointment with the neurologist to hear the news the next day, but the tone and tenor of what I was about to be told had already been set into motion without my knowing it. My normally fun-loving friends drove me home in an eerie silence, looking at me strangely.




The Diagnosis




Twenty-four hours later I was in the neurologist’s office. My mother had come with me, but after more than an hour in the waiting room, I urged her to go home, assuring her that there was nothing to worry about. The minute they called my name, however, I profoundly regretted that she wasn’t by my side.




Inside the inner sanctum of the doctor’s office, a bright light was streaming through the MRIs of my brain and spinal column. They spread over the doctor’s walls like blotchy wallpaper. The neurologist reminded me of Darth Vader as he held out a long high-tech laser pointer, indicating various spots on the surreal images. He seemed to be performing a ritual dance, one he had performed countless times before for other sick patients. The real problem was that although Nancy Davis was the name on the MRIs, there was obviously some mistake: he couldn’t possibly be talking about me.




“You see this spot on your brain?” Dr. Vader pointed to the MRI. “See this one…and this one…and this one.”




I was having an out-of-body experience. I saw myself standing next to him, confused, staring at the incomprehensible display. That isn’t my body, I said to myself. I am invincible! Nothing can be wrong with me. I am a mom to three precious boys who need my love, protection, guidance, and full-time energy and attention. I am way too busy and impossibly impatient. I don’t dosick. It simply isn’t in my job description. I’m not good at it. There is absolutely no time for this.




On the outside I looked like the same me: boundlessly energetic and athletic, a young woman fully engaged in life’s great adventure. I certainly did not look like a person with spots on her spinal column and her brain. Of course, just what was that person supposed to look like?




Then again, who was I to argue with this doctor, this medical messiah who had come so highly recommended? And suddenly, with the realization of my powerlessness to contest his verdict, I crash landed back on earth, back into my body. The room started to spin and I reached for a nearby chair.




The doctor still had not given a name to whatever it was that was wrong with me. “Dear God,” I prayed silently, “please make this something insignificant. Better still, make it a mistake, a common medical mix-up.” After all, the X-ray technician could have mixed up the MRIs.




“And these spots on your spinal column,” the neurologist continued, talking now in circles, “see this one, and this one.” And then, “Wow, look how much bigger this area is!”




Finally, I couldn’t take it any longer. Looking him square in the eyes, I asked point-blank what he was trying to tell me.




I gulped, swallowed, and mentally prepared to hear my fate—one that I sensed was going to change the course of my life as I knew it.




“You are very lucky,” he said. “You have a disease called multiple sclerosis.”




“Lucky?” I asked incredulously, sure that I had misheard his diagnosis.




“Oh, yes, you’re lucky that you don’t have a brain tumor. We were able to rule that out.”




Lucky was the last thing I was feeling at that moment.




The doctor glanced at his watch. That gesture said so much: it was late in the day, he had squeezed me into his schedule, and it was time to wrap it up.




Please Answer My Questions




But I still had questions. How do I fix it? I didn’t know what to do. What was this going to mean for my quality of life, my independence, my future, and my children’s future? The wordsmultiple sclerosis conjured foggy images: people in wheelchairs, slouched over, unable to control their bodies. How soon was this going to happen to me? Did I have a choice?




I asked him to explain what MS really is. “It’s a disease of the central nervous system,” he said. “The wordmultiple means ‘many,’ andsclerosis means ‘scars.’ Thus, the termmultiple sclerosis refers to the ‘many scars’ that form on the brain and spinal column in someone with the disease.”




“How did I get it?” I asked. He shrugged, implying that it remained a medical mystery.




I pleaded, “Is there a cure? Is there medicine, surgery? What can I read? What do I do?” Illness had struck my family in the past, and I knew there were always options in the form of therapies and treatments.




“There is nothing you can do,” the neurologist said. “Absolutely nothing.” Then, adopting an expression that I imagined was supposed to pass for compassion, he concluded, “Go home and go to bed.”




“For how long,” I asked, “a few days, a week?”




He shook his head. “Go to bed…forever.”




Again he reminded me that I was lucky: “You can have people bring food to you in bed,” he said. Doing anything productive was out of the question; becoming a vegetable was my fate. As he walked to his door, he added thoughtfully, “You should be able to operate the remote control to your TV set.”




He can’t be serious, I thought, waiting for a clue that he had just made a tasteless joke. Only he was serious. Dead serious.




A flashback to my childhood and to the few times I was sick when my parents kept me home brought back memories of soap operas playing endlessly on the television, and bowls of cold, congealing chicken noodle soup. As much as I hated being sick, self-pity was far worse. I had to find something to do, an action that I could take. I was angry. How delusional could this doctor be to tell me that I was lucky?




“Do you have anything I can read about MS or that you might recommend I read?” I asked. There was nothing that he could recommend. I asked about ongoing research. Again his answer was not encouraging. Although there were some studies being done, none had produced meaningful results. “How about vitamins, special foods, something to take for the numbness?” I grasped.




The doctor was still standing in the doorway, holding the door open. Before I could finish, he cut me off. “Time to go,” he said impatiently. “You know, rush hour. You don’t want to get stuck in traffic, do you?”




My Emotional Dam Bursts




I exited his office dazed. Much of what the doctor had explained to me while looking at the MRIs sounded like a foreign language. The only thing I walked away with was a sense of dread. I left the office, as millions of other people do, not knowing what to do next. The greater tragedy is that most people who undergo this experience resign themselves to living a life of quiet desperation and never receiving answers to the important questions. They leave accepting the doctor’s dire prognosis: no cure, no hope, and no life.




The numbness of my emotions now matched the lack of physical sensation in my midsection and in my hands. As I hobbled toward the elevator, I became keenly aware of the pain in my injured knee. The elevator doors opened and I stepped into a space crowded with strangers—mostly professionals glad to be leaving work for the day—and my emotional dam burst. I looked at the faces of those strangers, and for the first time, perhaps since my early childhood, I appreciated the simple gift of standing. I sobbed as the elevator began to descend. I gushed to the point of hysteria, reaching an emotional place I had never been before. The people watching me in the elevator were very uncomfortable and flooded out of there the second the doors opened. I suddenly felt jealous that they could all so easily walk or run out of there and how easily their bodies functioned.




My first call before driving home was not to my husband but to my mother. She was devastated, and she swung into action, assuring me that she and my father would be at my house when I got home. She also suggested that we get the neurologist on the phone to answer all of our questions. “Drive carefully,” Mom said. “Don’t worry. Somehow we will figure this out,” she said in a very nervous voice.




It took me months, and then years, to understand fully that I was indeed fortunate to still be alive: lucky to have my children, lucky for having understanding and supportive parents, and lucky that as long as there was still breath in my lungs, there was hope for everything.




Most important, I was a determined individual who did not take no for an answer. MS or any other debilitating disease just didn’t fit in with my game plan. I couldn’t imagine myself as a hopeless vegetable. My inability to picture myself as an unfortunate victim of circumstances beyond my control was, I believe, the determining factor in preventing me from becoming just what the doctor had predicted. Acceptance of the physician’s prognosis—no cure, no life, no hope—is a virus far more deadly than anything a biologist can detect with a microscope. The prognosis you give yourself is the only one that is important. You can’t allow yourself to accept a negative prognosis.




My early physical symptoms ran the MS gamut—numbness, tingling, extreme fatigue, vision problems, dizziness, and loss of motor control in my hands. There were times when I gave in to the common refrain: “This can’t be happening to me! I don’t deserve this! Poor me!” I experienced denial, shock, anger, blame, guilt, self-pity, and depression—all natural human reactions. I came to see that being diagnosed with a life-altering and possibly life-threatening disease is like experiencing the death of a loved one. I discovered that going through the roller coaster of emotional ups and downs is as crucial as grieving or mourning. I just did not get mired down in feeling sorry for myself. I would let myself feel the pain and conflicted emotions, and then I would move forward. I made a new game plan geared toward cultivating a positive attitude and finding readily accessible anchors to pull me through the rough times and help me appreciate the good times.




The Process of Self-Education




In the early days after my diagnosis, I learned that the way to find helpful information about the causes and treatments of an illness is riddled with roadblocks and misinformation. At the time, not much was known about MS, and what little information there was did not extend beyond the medical community. There were no therapies or drugs that could help stop the progression of MS. There were no uniform treatments that doctors prescribed. Every book I read led me nowhere. There were books on MS research studies, all of which ended up with negative results. At the time, it was next to impossible to find even basic answers to the many questions I had about this insidious, potentially disabling disease that was now going to be the label of my life. I did remember, however, hearing about people with terminal illnesses given six months to live, but finding strength, defying the odds, and still living ten to twenty years later.




The clock was ticking away. I would soon learn that the information void and misinformation maze are not unique to MS; they exist for most diseases that affect many hundreds of millions of people each year. As a result, I set out to educate myself in spite of the lack of information. I became a voracious consumer of anything and everything having to do with MS, my rather unpopular disease. I always had a battery of questions on hand for every doctor I spoke with. I approached friends and friends of friends. I was so thirsty for information and there was so little available to me that I even took to talking about my disease with strangers on planes and in restaurants.




I gradually began learning the things that I should have been told from the start. One of the theories about the genesis of MS is that people contract the disease in their midteens as a virus of which they are unaware. The autoimmune problem can lie dormant until the person is between the ages of twenty and forty. I learned that many people believe that one of three conditions brings on an MS attack: an illness, a physical injury, or extreme stress triggered by emotional trauma. At the time of my diagnosis, I was beset by all three—a torn ligament, the flu, and the ongoing trauma of my crumbling marriage.




I soon became totally consumed with making myself healthy and understanding the science of what was taking place in my body. There was always someone who could add some tidbit to my arsenal of knowledge. For what was then a relatively unknown disease, I was surprised at the number of people I encountered who knew someone who had been diagnosed with MS. To make the most of their advice, I had to learn not only how best to communicate but how to listen. I had to learn to make medicine understandable. It is not a mystery. The sophisticated Latin terms thrown out at you by doctors can all be translated into plain English and made totally understandable. Medicine does not require a rocket scientist to figure it out, however much most physicians communicate with one another in a completely foreign terminology. Make sure that your doctors take the time to explain your condition in language you can understand.




This is not a biology lesson. This is your one and only life.




Be your Own Best Advocate




I became my own best advocate in negotiating the labyrinth that our medical system has become. Then as today, the barriers were many: bureaucratic, corporate, and professional self-interest hinders a patient from obtaining the best treatments. The entire health care industry has become so powerful and disproportionately lucrative that it is now in the illness rather than the health business. By necessity I learned how to keep records of my visits to medical practitioners and specialists.




Learning to choose the best doctors to assist in my recovery proved to be more difficult than I had ever supposed. Paying top dollar to consult physicians with the best reputations does not guarantee success. The doctor who is right for someone else is not necessarily right for you.




The important thing to do is to trust your instincts. If something sounds wrong, if a physician or a treatment just does not work for you, if there is some detail about the procedure that bothers you, you have to listen very carefully to your body and educate yourself before moving forward. Don’t ignore the little voice in the back of your head that issues warnings. Heed your instincts; understand why you may be feeling as you do. Learn everything you can about your disease, and then decide on a course of action. Trust yourself.




I didn’t know, when I began my journey, that patients, too, have abill of rights , and that you do yourself a disservice by accepting anything less than the best a physician, medical practitioner, or hospital can give you. No subject is off limits for discussion. You have to become your own medical specialist and not be intimidated by doctors who are supposed to know more about you than you do. Ideally, no one should know more about you and your body than you do.




Take Action




I didn’t just learn to “cope” with my deteriorating marriage and fear of how my medical condition would adversely affect my children. I did something about it. I surgically removed—in divorce court—the excess baggage of my miserable husband. I then set about building a new family dynamic in which my children, my parents, and my friends, along with physicians, therapists, and medical practitioners, became partners in my recovery rather than added emotional congestion. A large part of this process involved doing my own heavy lifting—just getting out of bed for starters. The important factor to remember is that you must stay engaged with life, even as you are being pressured to withdraw. I had to learn to celebrate the victories, no matter how large or small, and make a big deal about them.




The choices I made and the self-education I undertook allowed me to develop and stick to a health regimen that combined traditional and alternative therapies that were right for me. I learned to think of my body as the beautifully designed healing system that it is; to listen to what it was telling me and to act on that information rather than try to mask it or drive it underground. I ignored the traditional wisdom that a patient’s state of mind does not matter to viruses and bacteria, and learned how and why it does. Fear can be as detrimental as overmedication. And just as the mind can invite illness into one’s life, so can the mind be marshaled to repair the damage.




Changing Negatives


into Positives




Now, in addition to getting plenty of exercise, eating healthful and nutritious foods, boosting my immune system with heavy doses of vitamins and nutritional supplements, and avoiding social and environmental conditions that invite illness, I incorporate prayer into my daily activities. I have learned to make my own mental MRIs that I can use to picture the physiological changes taking place in my body. Using these mental images has helped me, in many cases, to reverse what was taking place. Most physicians looked on what I was doing as a pointless exercise, yet the combined results were beyond anyone’s expectations…except my own.




Today I am happier and healthier than I dreamed possible on the day I was first diagnosed. I have gone beyond just trying to heal myself; I have sought to raise the consciousness of the millions of people who have been or will be diagnosed with a life-changing disease. I have also raised millions of dollars for medical research and created a foundation that brings together teams of scientists and clinicians dedicated to developing innovative programs and therapeutic approaches to eradicate MS. It is the team approach that has helped me, and the team approach, which will, one day, remove MS and the other debilitating degenerative diseases from our vocabulary.




I have happily remarried and recently celebrated the birth of twin girls. I make frequent ski trips and I have a black belt in karate. I am able to do the very things that the doctors predicted I would never be able to do again.




The nightmare of being told “You’re lucky” has taken on unimagined meaning in my life. What had first seemed like a death sentence has turned out to be a blessing. In meeting the challenge of living with MS, I changed for the better. I became a much stronger, more evolved, and compassionate person. I tested myself in new ways. I took charge of my life.




I am not disease-free and might never be. I am not a doctor, a medical or psychological authority, or a self-help guru. I am someone who was given a devastating diagnosis and who sought practical ways to overcome my illness and live a full and meaningful life. I am now proud to call myself lucky. I am lucky to have my health.




The ten steps I describe in this book are practical measures designed to jump-start your healing process—no matter what life-altering or life-threatening disease you have. These are tools of health and self-preservation I wish I had known when I was first diagnosed. They invite you to face life’s challenges, to imagine the possibilities beyond illness, to move beyond traditional limitations, and never to take no for an answer. The personal stories I have included, together with my own, are those of friends, colleagues, and acquaintances I’ve collected through my fourteen-year struggle with disease. These are the heroic stories of people with cancer, diabetes, muscular dystrophy, Parkinson’s, AIDS, and other debilitating illnesses who have decided to defy the odds.




The diagnosis that you have been given is not a death sentence. It is an invitation to rebuild your life in a new and meaningful way. For people living with a debilitating disease, this message of hope can be as powerful as a cure. I know it was for me.















Step One




Embrace Change










OUT OF EVERYTHING BADcomes something good. When something profoundly bad happens to you, it is very hard to see the light at the end of the tunnel. However, believe me that no matter how long it takes, you will emerge a very different person with amazing wisdom. You will see how this challenge has made your life more meaningful. MS has been the catalyst for profound change in my life. It gave me a complete career in an area I would never have imagined. It helped me to develop greater compassion and a deeper connection to my family and friends. I learned almost immediately who cared the most for me and who and what I really cared about and what really mattered. It has guided me on a path of insight and learning upon which I might not otherwise have set foot.




All of us, particularly young people, take our health for granted—until the day we don’t have it. All young people feel that they are immortal—and some of us never lose that feeling. That old adage rang through my ears: “When you have your health, you have everything.” Suddenly, health takes on paramount importance in your life. This change in your health or your loved one’s health opens up a new door and a new way of thinking that makes you appreciate every day that you live.




Before my diagnosis, I was an active young woman living a fairly healthy lifestyle. I did not drink or smoke. I got plenty of exercise. I ate a fairly healthy diet. However, the wake-up call of my diagnosis was a message that I could not ignore: Something had to change. I had to own MS, learn every possible thing about it, and trudge forward to get a grip on a disease with which I was unfamiliar. I would not allow that big dark cloud to take my life and independence away. I had two choices: I could continue living the life I had lived before my diagnosis, with the likely consequence that my condition would continue to deteriorate, or I could start over and create the life I wanted. I chose to listen to what my body was telling me. I had to embrace change, even though I thought I was already living a healthy life.




Health is your Choice




No matter what your age, health is not a matter of chance—it is about choice, something to be achieved one step at a time and one day at a time, whether it’s choosing the right physician to aid in your recovery or researching the many recovery options available to you. Changing your physical health, your mental health, and changing the people in your life requires hard work and lots of soul-searching. The good news is that all of us—young or old, healthy or ill, rich or poor—already possess the resources we need to get started. Nothing is standing in your way. The things you have to lose are the self-defeating habits of diseased thinking and preprogrammed responses that keep you from exercising your creative problem-solving skills. If you continually feel sorry for yourself and wallow in self-pity, it is a fact that your health will deteriorate so much faster than that of a person with a positive outlook. Instead, you can develop the life tools and strategies to build a solid foundation upon which you will create the life you want.




At that time in my life, I heard a quotation from Henry Ford that really changed my thinking: “Whether you think you can or you think you can’t, you are probably right.”




No health condition and no illness is insurmountable. Recovery begins by believing that you can overcome illness and live a productive and fulfilling life, no matter how devastating the diagnosis. I am a living example. Magic Johnson is another. So are Charles Schwab, Stephen Hawking, Teri Garr, Lance Armstrong, Andrea Bocelli, Michael J. Fox, and Muhammad Ali. The list is long enough to fill several telephone books. They are people of all ages and races from all walks of life. The one thing these notable people have in common is that they have not allowed their illnesses to dictate their personal successes or failures, and they have conquered impossible odds. The capacity for creating the life you want resides within you, and you must search deep in your soul to wake it up.




Envision the Life you Want




The mental leap I encourage you to take rests in your conscious understanding of who you are as a person and in taking total and unconditional responsibility for every aspect of your life, including your disease. Everything you do and think must be intentional: from the attitudes you hold concerning your condition to the physicians you select, the treatment plan you undertake, and the healing diet and exercise plan that will assist in your recovery. Especially important are your decisions about how you handle your personal life and your relationships. The sooner you can take responsibility for the choices you make and the healing attitudes you embrace, the sooner you can create the healthy life you want.




Do everything you can to remove yourself from unhealthy environmental conditions and emotionally toxic people, and do everything you can to work closely with your physician or physicians to aid in your recovery. This is common sense. However, the more challenging task is to take total responsibility for a medical condition that you didn’t ask for, don’t want, and sometimes can’t control. There is no foolproof, absolute means towill your disease into submission. Changes take place on a cellular level beyond our reach. It may be difficult for you even to understand what is taking place inside you, let alone learn how to listen to what your body is telling you.




You are not your Disease




Begin by understanding that you are not your disease. The cancer in your liver or the scars on your spinal column may, indeed, be a fact of your life. However, no one chooses cancer or Parkinson’s any more than they choose their parents. I have MS, but it does not define who I am. Much of life is totally outside of our control. In the same way that not many of us are born with the talent to compose music or to add great sums of numbers in our heads, few of us are born with infallible immune response systems. Exposure to viruses and bacteria can be as random as earthquakes and tidal waves. They do not always target particular individuals.




The roots of the particular illness with which you have been diagnosed could be genetically hotwired into your DNA, or be a product of environmental factors totally beyond your control, or be a physiological condition related to trauma experienced in early childhood. There are many things we can do to prevent our health from deteriorating, such as not smoking, not drinking, not taking drugs, and not driving recklessly. However, despite all our efforts to live a safe and healthy life, sometimes disease strikes without explanation. There was nothing I could have done to prevent multiple sclerosis from attacking my body. Although I was already living a healthy lifestyle, I still needed to make more healthy choices—physically and mentally—to help myself fight this disease, and not allow myself to live around negative people who caused intolerable stress in my life.




Tempted as you may be to look back on past events and think that they should or could have gone another way, there is no point in such speculation. Blame and guilt are meaningless, an endless cycle of negative potentials leading you to identify yourself with your disease or condition. The positive is what you must embrace and keep in sight. You have been diagnosed with a life-altering or life-threatening disease, and whatever got you there is now in the past. From the moment of your diagnosis you must power forward in a positive, proactive way to do everything humanly possible to enjoy every day on this precious earth.




The most obvious choices you are likely to have made include the type of work you do, the food you eat, the exercises in which you engage, and who your friends and personal relationships are. Less obvious choices require deeper consideration. Many people with a chronic illness or debilitating disease chose to ignore small aches or pains, inklings or suspicions that something in the body was not right. Listen to your body.




Many people can watch a television show about good nutrition and then go out to eat twelve doughnuts. “I know it’s bad for me,” they may say, “but I’ll eat it anyway.” The smaller and seemingly inconsequential things people ignore, and the excuses they give, add up. If you are not mindful of the decisions you make, the recovery process can become a confusing nightmare of “what ifs” and “what might bes.” The tasks I outline in this book—from facing your fears to choosing the right physician to dealing with the health care establishment—are methodical and goal oriented. They are directed specifically at expanding awareness of the options available to you and at enabling you to make the decisions that will prolong the quality of your life.




Think Positive




Surround yourself with positive people. If you are bombarded by friends, family, and doctors who all bring you down, eliminate them from your life. People who are surrounded by negativity tend to drown or to have tougher challenges trying to swim to the top. Your condition is difficult enough without having to feel that everybody around you is already planning your funeral. If people around you continually make you feel stressed out, you must separate yourself from them, because stress is a big reason for bad health and relapses. I learned the hard way that my marriage was impossibly stressful and definitely the roadblock to my ever getting better. Every book I read after my MS diagnosis said it over and over. I felt it slapping me in the face on every page I read—that with MS, stress will cripple you, kill you. If I had not listened and jumped out of my false comfort zone, I would not be functioning today.




I had to make one of the most important decisions of my life at that point. I had to get a divorce. I knew that if I did not, I would be confined to my bed and not be able to function as a real mother for my sons. If I was not there, who would be? I didn’t feel as if I could count on their father. This thought destroyed me, while at the same time it empowered me to be realistic about the state of my marriage and to get divorced. I have never for one minute looked back and regretted this decision. I am living a full, healthy life now, and have been fortunate enough to marry an incredible man and to have been a full-time healthy mother to my three sons—something my doctors had not predicted for me. In addition, I recently gave birth to healthy and beautiful twin girls.




I do not encourage divorce, and I hope that every marriage can be a happy and supportive one. However, many illnesses rear their ugly heads when people are at the boiling point of bad relationships with their significant others. Eliminating that painful relationship frees you to have less stress and your body can begin the healing process. When you are ill, it’s extremely hard to face the idea that your relationship is killing you, but it just might be.




Your focus will determine your attitudes, create your lifestyle, and ultimately determine the results. Energy flows where you focus your attention. Adopting a negative attitude—attaching blame to yourself, or thinking of yourself in terms of your disease—is a certain way of missing that important “turn in the road.”




Taking total responsibility for your condition means that you must take control of the decisions about every aspect of your life from this point forward. You cannot crawl under a rock, hide your disease, and hope that by some chance or stroke of luck it will just disappear.




All people have the capacity to change their thinking—to change how they communicate, the mental pictures they hold of themselves, and, most important, their behavior. They can change how they choose to exercise their many health care options. This is what I mean about taking total responsibility for yourself. Everything you think, say, and do, from this point forward, needs to be deliberate.




Identifying the changes that need to be made and making the modifications are your responsibilities. Physicians and health care providers can help in the decision-making process. Very often you will get conflicting advice. However, the decisions themselves are yours, and only you can determine how effective those changes will be. Know going into the process that you already have the inner resources you need to make these decisions and to bring about change. Thanks to the catalyst of your illness, you have the motivation. This is the turn in the road you have to take.




Find your Positive Inner Child




I am not a scientist, physician, or therapist, but I have learned through personal experience those things that promote the healing that you will want to bring into your life. Read over the statements below, and ask yourself, on a mostly true or mostly false basis, if these things pertain to your life:




	

I am a generally positive person.


	

I wake up in the morning with a sense of energy and expectation about beginning my day.


	

I am happy about most of the decisions I have made during my life.


	

I feel safe.


	

I see the world as a happy place.


	

I am making a positive contribution to this world.


	

I feel lucky.


	

I share decisions about my health with my physician.


	

I am excited thinking about the future.


	

I am a forgiving person.


	

I see the strengths and good traits in my co-workers, friends, and significant other.


	

I have plenty of energy.


	

I am grateful for the help of friends and family.


	

I am happy with myself.


	

I eat nutritious foods.


	

I am on my way to good health.







The above list contains just some of the many positives that can enhance our daily lives. If you have scored “mostly true” on at least ten of these statements, it is an indication that you are thinking in the right direction and are on the road to recovery. If none of these is true for you, you need to take a serious inventory of your life and see which things you can change. Choosing to change will, at the very least, empower you to embrace living with your disease in a positive and uplifting way. You may possibly outlive a very negative prognosis.




[image: space]






THE BEST WAYfor each person to begin is by drawing up a new life plan. Who do you want to be? Where do you want to go? How are you going to get there? You may find it strange to be told to devise a new life plan when you feel as though you are at the end of your rope and are hanging on to your life, but this unusual proposal is actually the “lucky” opportunity you have been given. If there ever is a time in your life when you can conceive of a life plan with absolute dedication to honesty and to the profound insights that come from being faced with a life-altering diagnosis, this is it. The goal, simply put, is to achieve the greatest possible fulfillment and pleasure from your life.




Examine the Strands


of your Rope




The journey you have taken has put you in the position where you really can examine the end of the rope to which you are holding on. Study the individual strands for what they are, and consider how well they have served you. Perhaps you will find that some individual strands of that rope are not as strong as they should be or that the rope needs replacing altogether. Perhaps you will find that the strands of your life’s rope have been woven in such a way that they really will hold up under further stress. I know that some strands of my rope were not strong enough for me. Some completely snapped and let me down. This can happen to you, too. The rope, of course, is your body, and the individual strands are the many psychological and biological factors that strengthen or weaken it.




It is not enough just to imagine a new life plan, you must write it down on paper—keep a personal diary—describing exactly the life you envision yourself living. Make a list of the things that you would want if you could experience your life along new and different lines. Try to consider what you are doing as a preliminary step to the moment when you will push the reset button, as you would on a computer, and the program will start all over again. It may be more helpful for you to think of yourself as an artist about to begin painting on a new canvas, or a gardener planting seeds and bulbs in freshly overturned earth.




What are you Doing


the Rest of your Life?




Start conceiving your new life plan. Now. Steal a few minutes to get started while you’re waiting to see your physician, take notes on the back sleeve of an X-ray or MRI. No one is going to grade it. No one is going to compare it to someone else’s life plan. This is yours and yours alone: a statement of what your life ought to be, could be, and will be. If it helps you to focus, write down your life plan as you would compose a letter to an intimate friend whom you have not seen for many years. Or write to a child who you hope someday might read and value the intimate letter you create.




Perfect health, unlimited financial resources, and loving relationships are naturally on or near the top of most people’s life-plan lists. However, I want you to begin by identifying what actually is the most important: your purpose in life. Do not dwell on your disease. Just write down, as simply as you can, that which is most meaningful to you. Your purpose could include sharing your life’s journey with a loved one, changing careers, running your own company, running a marathon, inventing a cure for disease, sky diving, or mastering the Internet. Perhaps you dream of a journey to the great sacred places of the world, or simply a closeness with nature.




I started taking karate lessons for the purpose of exercise and keeping my muscle memory intact after my MS diagnosis. I ended up loving how it made my body feel strong and took away my numbness and tingling. After five years of steady karate study with my friend Lynn Palmer, I earned my black belt.




You are ahead of the game if you know your purpose and have established your goals. If not, you must ask yourself what it is that gets you fired up. It certainly doesn’t have to be your career. Your purpose may be found in caring for your children or in a hobby. It’s the “why” behind everything else—that which makes recovery worthy of the effort.




Joseph Campbell:


“Follow your Bliss”




Joseph Campbell, the great educator, author, and mythologist, advised his students seeking their purpose to “follow your bliss.” He didn’t tell them to follow their talents and skills, their social expectations, their egos, or even their happiness. Happiness wasn’t good enough; he told them to look for bliss—those moments of ecstasy that transcend how much money a person has or where he or she feels the most needed.




Ask yourself, “What has prevented me from living out my passion?” The feedback you have previously received about the choices you’ve made will go a long way to helping you judge what has worked and what hasn’t. The job or career you have chosen may bring you financial rewards, but it may have led you away from the life purpose that makes living truly worthwhile. On the other hand, your work may have become so stressful that you truly don’t receive the psychological or spiritual benefits that drew you to it in the first place.




The same questions must be applied to other aspects of your life. The exercise regimen you have put yourself on may keep off a few pounds, but it may be no fun or may even be damaging to your knees and joints. Taking a brisk walk may accomplish the same health benefits without the trauma. The foods you have eaten may have tasted good, but may not have provided you with the nutrition that strengthens your immune system, that enhances your complexion, and that generates the energy you would like to have in your life.




Even if you cannot identify an ultimate purpose for which you wish to live your life, you can, at the very least, identify activities that nourish and strengthen your sense of self. Reading an uplifting book, hiking, entertaining, or spiritual contemplation are all good things to consider. You might decide to take a class at a local college, apply for a part-time job, or help a person less fortunate than you. Do not waste your time complaining—to yourself or to those around you. Instead, take action. You will create the life you want to live, one step at a time. As you build a house from the ground up, you build your life one brick at a time, but you must begin with a strong foundation, which starts with educating and empowering yourself.
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