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Advance Praise for Surviving Cancer by Margie Levine


“Margie Levine has written an owner's manual for cancer patients. Her lessons are from the heart and provide a blueprint to overcoming disease. Surviving Cancer teaches us how to mature and evolve as we overcome physical and emotional obstacles.”

— Mehmet Oz, M.D., New York—Presbyterian Hospital, author of Healing from the Heart




“This is a remarkable book—one that reveals the impact of cancer on an extraordinary person who summons the will to survive.”

— David G. Nathan, M.D., President Emeritus,
Dana-Farber Cancer Institute, and Robert Stranahan Distinguished
Professor of Pediatrics and Professor of Medicine
at Harvard Medical School




“Margie Levine is a woman of courage, a pioneer, and a person saving many lives.”

— David John Sugarbaker, M.D.,
Chief of Thoracic Surgery, Brigham and Women's Hospital,
Professor of Medicine, Harvard University




“The most remarkable blend of raw useful information coupled to deep inspiration and wonder.”

— David Fisher, M.D., Professor of Medicine,
Harvard University, and Dana-Farber Cancer Research Physician




“This is a book for all patients who have chronic or recurring illnesses (arthritis, heart conditions, asthma), or acute problems that are resistant to healing. For physicians, my advice is, give this book to your patients. For patients, give this book to your friends. Take control of your recovery.”

— Michael]. Goldberg, M.D., Professor and Chairman, Tufts University
School of Medicine, Tufts—New England Medical Center




“Surviving Cancer pays tribute to the real heroes of cancer research. Patients who choose to become involved in investigational research have special qualities that have not been recognized. They show extraordinary courage, determination, and good will in the face of adversity. Margie Levine is a remarkable example. Their absolutely essential, indeed critical contribution to progress in cancer treatment, as is the case for Margie Levine, has not been appreciated and deserves to be told. All effective and curative treatments for cancer that exist today were made possible by such volunteers.”

— Dr. Beruj Benacerraf, M.D., President Emeritus,
Dana-Farber Cancer Institute, Nobel Prize Winner Medicine 1980




“I recommend this book.”

— Bernie Siegel, M.D.




“As a medical social worker, I have found Surviving Cancer to be full of hope and inspiration for people who have been thrown into the ocean of ‘cancer’ and are trying to learn how to swim, frequently all on their own.”

— Diane Gorsky




“A practical, jargon-free guide for anyone facing serious illness, Surviving Cancer should be required reading for patients and their doctors!!”

— Rosanne Shapiro, LICSW




“In a time when more Americans are questioning the traditional ways of ‘Western medicine’ and seeking alternative approaches toward healing, Ms. Levine's book could not be more timely and appropriate. This book illustrates beautifully how by incorporating many different styles and techniques, a state of well-being can be obtained.”

— Renee Jacobs, M.D., Ph.D., Internal Mediane,
Newton Welhsley Hospital and Deaconess Glover Hospital




“As a physician dealing with my own cancer, I am now presented with a new and different challenge. We use your book in our hospital support group and have found it incredibly helpful. Your spirit of courage, love, and imagination in the face of the dreaded disease helps us touch and catalyze that spirit within each of us. With your excellent suggestions and deep insight we realize we are not alone and can find meaning in the struggle.”

— Dr. Charles Boren, M.D., Department of Psychiatry,
Former Chief and Medical Director of the Institute for Living,
Hartford, Connecticut




“The range of topics covered is remarkable. From concrete advice about dealing with doctors (e.g., bring someone with you; take a tape recorder), to suggestions for better nutrition, to connecting with nature … a unique and superb addition to the literature on Wellness.”

— Esther Blank Greif, Ph.D., Psychologist
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When you have come to the edge of all the light you know and are about to step out into the darkness of the unknown Faith is knowing that one of two things will happen There will be something solid to stand on … or You will be taught to fly.

— ANONYMOUS

There is no limit to your being Only those you ascribe to yourself There is no limit to your understanding Only those that are due to trying to understand with the mind

There is no limit to your light Except the dark shadows of the ego cast upon the sky Which we call the self Shake your soul. Awaken it from slumber.

The time has come to awaken to your divine being.

— PIR VILAYAT INAYAT KAHN





Foreword

“You have cancer.”

These are the three most dreaded words a patient can hear from his physician. When faced with the diagnosis of cancer, some patients will experience a wide range of emotions: fear, panic, loneliness, anger, desperation, to name a few. Even when the prognosis is good and treatments are likely to be effective, these reactions occur.

Margie Levine was faced with these words and for her the prognosis was poor. For others with her disease, even aggressive treatments had been ineffective. Still, she endured them. More than that; she literally embraced them—the treatments, her caregivers, and the challenge of fighting her disease. In so doing, she has written the book on Surviving Cancer, literally and figuratively.

Margie did not disdain conventional medicine in the hope of a miracle cure. She herself became that miracle through her total involvement and participation in all aspects of her care. She was fortunate in having loving family and supportive friends, but Margie truly took charge of those parts of her recovery that doctors are not always so good at reaching—the soul, the mind, the heart.

Not all cancer sufferers will be fortunate enough to survive their disease, in spite of progress in treatment and continued research. But none will fail to benefit from this book. Anyone with a loved one, a close friend, or a colleague with cancer will be enriched by Surviving Cancer. It is a companion, complete with references, resources, practical suggestions, and inspirational wisdom—a guide, a “hand to hold” to confront the most frightening of challenges. No one should have to face this disease alone, and with this book no one will need to.

— KAREN J. MARCUS, M.D.,
ASSISTANT PROFESSOR OF RADIATION ONCOLOGY,
HARVARD MEDICAL SCHOOL
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Introduction

Illness is private territory. There is in some who have survived “the worst” an almost transcendent freedom, while in others there is a lingering trauma that drives them into silence, underground. That is because despite your return to health—the clean CAT scans, the normal bloodwork, the clear X rays—the memory of having known hell's inner circle remains. “That is the fearful part of having been near death,” wrote Katherine Mansfield. “One knows how easy it is to die. The barriers that are up for everybody else are down for you. You've only to slip through.”

For nine years the no-man's land that Mansfield describes governed my life, for although against all expectations I had survived mesothelioma, the rarest and most aggressive form of lung cancer, I rarely spoke of it. Only close friends and family knew about my ordeal. Still traumatized from the experience, I kept it as my secret.

Then in June 1998 I received a phone call from the Dana-Farber Cancer Institute asking me to speak at their gala Society Dinner. I would be sharing my story with hundreds of people, including no fewer than 150 Boston physicians, a Nobel Prize winner in medicine, and several dozen corporate presidents. I was honored yet nervous, for it was the first time I would be openly discussing my battle with cancer. Yet, I knew I had to go, that it was right for me to break that long silence.

The same evening after the phone call I sat in my favorite armchair with pen and paper in hand to begin organizing my thoughts. I spotted a book on a nearby table I'd been wanting to read. As I opened to the first page, I was struck by a quote from the famous mythologist Joseph Campbell, which read: “We must be willing to get rid of the life we have planned, so as to have the life that is waiting for us.”

These words resonated instantly with my being. I stopped for a moment. I reflected on my life and realized that, yes, for a while, I had lived the full and rewarding life I had planned.

I had completed graduate school and become a health education coordinator and social worker in the public schools. I taught college psychology classes and ran parent education seminars on the side. I played tournament-level tennis and ran six miles a day. I designed greeting cards for upscale boutiques and vacationed in exotic places. Then I had gotten married, and was planning to start a family.

What I was unprepared for was the life that was waiting for me. That life began at midnight in late October 1989.1 was lying in a hospital bed at Massachusetts General Hospital and remember when the surgeon entered my room. Still dressed in bloodstained scrubs, it was evident I was his last call for the night and he was preparing to go home. As he spoke to me he struggled to balance his jacket and bulging briefcase between my bed rail and his hip.

“Your X rays show that large grapefruit tumor on your left lung is asbestos cancer or mesothelioma,” he said calmly. “It is a deadly cancer. Unfortunately, we have no cure. We can only palliate.”

My head sank back into my pillow as I tried to stifle my sudden urge to gag.

“Surgery is brutal and the recovery long and painful. You may want to forgo treatment and live out your remaining months with dignity and quality of life. Only you can make the decision.”

The surgeon answered a few questions, such as what physical changes I could expect in the short time left to me, before cradling his briefcase under his arm and making his escape. Lying there, I was overcome with raw terror as my mind tried to comprehend how dramatically fate had turned my life around in a matter of days.

Then I remembered my elderly mother—blind, but feisty and independent—asleep one floor below. Just weeks before, she had required emergency surgery to remove a kidney. My husband Ralph and I had brought her here to Boston for the best medical care in the country and to be close to her support system, her only child: me.

A long few weeks it had been. As Ralph and I scrambled to be with her and to find her postoperative care at home, I had brushed aside the signs reminding me I wasn't feeling well either. I was more tired than usual and was experiencing shortness of breath and sudden pain in my chest. One day on my way to see Mom I felt a sharp piercing pain near my heart. Not having a cardiologist, I quickly rummaged through the yellow pages and called a doctor who could see me that afternoon. He diagnosed a stress-related inflammation of the muscle around the heart and gave me pills for the pain. “Relax,” he said, as he handed me the prescription. It was a road I had been down before.

When I was thirty-two, three disks in my lower back suddenly and irrevocably gave out. I learned how to readjust my life to accommodate the incapacitation and pain. Then, a decade later, my left hand started to tingle and tremble, and I was dizzy. I knew something was not right, yet tests showed nothing. Later, I realized the tingling was from the lung tumor pressing on my spine, but at the time the doctor treating me concluded, “Ma'am, there's not a thing wrong with you. Get over your back problems and get a life,” as if my suburban life was so dull I had invented a set of phantom symptoms for company. Insulted, infuriated, and scared, I looked that cold man in the eyes and said, “Doctor, you are wrong.”

Two years later, intuitively I knew this diagnosis was wrong, too. Determined to find out what the piercing pains were, I asked my mother's physician if he could arrange a chest X ray.

“A large mass on the left lung,” he stated a few hours later. I was admitted to that hospital the following day for tests and a biopsy to determine where this tumor had originated and if it had spread.

Over the next two weeks, I was poked, prodded, and scanned. Each night I was wheeled down to visit my brave mother, my hospital pajamas concealed under a buttoned trench coat so she couldn't feel them as we embraced each other in a hug. She marveled at the swarms of visitors she received, mostly my friends who traveled between our rooms. Yet she never discovered that I was an inpatient there, or what was really going on. My only goal was to protect her from the anguish and allow her body time to heal. If my news was bad, I prayed that God would give me time to just outlive her.

But malignant pleural mesothelioma, I would learn, does not wait. Not widely recognized until the 1960s, it remains a killer today. This asbestos-related carcinoma grows with weedlike speed and strength through and around the mesothelial tissues of the chest cavity. Ten years ago surgeons facing this disease thrashed about searching for an effective protocol that would halt the spread of this cancer. Even now, most are still reluctant even to attempt an operation.

A casual look at the medical literature I read just after my diagnosis suggests why: “Death usually occurs four to twelve months after diagnosis…. Standard management approaches have provided limited effectiveness…. Only a small percentage of patients are eligible for surgery; of those 15 percent survive five years with a median survival of sixteen months…. Commonly fatal… Mortality remains high … Poor survival… To date, no standard treatment exists….” In other words, the massive asbestos tumor would continue to grow and within months take over my body.

As I lay in my hospital bed late that October night, trembling in the wake of the surgeon's pronouncement, I remember reaching for a Hershey's Kiss from a growing stack of chocolate boxes on my nightstand and thinking, I can enjoy this now, without guilt. I felt my cheeks pucker as I savored the satisfying instant. For a moment I felt free.

Then suddenly the moment of pleasure faded and I had to confront the truth: I was forty-three and I was dying. I knew I needed to get my affairs in order. Days later I began to write farewell letters, phone old acquaintances, say good-bye to dear friends. I hired a lawyer to prepare my will. I discarded secret diaries, gave away a treasured antique doll, my music collection, and my grandmother's pendant watch. But I never gave up hope.

Instead of preparing for death, I started that very night from my hospital room battling to live, calling everyone I knew, networking. I continued between yet more tests, scans, and blood work, to call my friends and their friends, to learn about my disease, find its specialists, and discover my options. I called medical centers, alternative clinics, cancer hotlines, and clergy. At home, there were more conversations, often going late into the night. I decided I would get three opinions. Finally, I found an aggressive mesothelioma treatment and surgeon at New York's Memorial Sloan-Kettering Cancer Center who agreed to operate on me.

But she was in New York, and I knew in my heart that being close to my friends and family in Boston would be essential to my care. Fortunately, with persistence, I was able to convince Dr. David Sugarbaker, a well-known thoracic surgeon at Brigham and Women's Hospital, to perform a variation of the harsh procedure. Dr. Sugarbaker specialized in my type of cancer and was one of the three doctors I had gone to see. But his protocol was pneumonectomy (removing the entire lung), and for some reason, this treatment had not felt right to me. When I asked Dr. Sugarbaker if he would consider the New York protocol, he implied I might not have much of a chance. But I persisted in my requests, and finally he agreed. “Let us get you two years,” Dr. Sugarbaker told me, “and maybe by then we'll have found a cure.” I held on to that hope like a lifeline. Two years sounded now like an eternity.

The radical treatment lived up to its rigorous billing, and then some. My surgery began with an eighteen-inch incision from my upper spine around to my breastbone. My skin was then folded back and clamped into place with stainless steel clothespins. Next, my bottom two ribs were cracked and removed, opening the entire chest cavity. Now, the surgeon, oncologist, pulmonologist, cardiologist, pathologist, and the day's assortment of residents peered into the hole, searching for any metastasis.

Once convinced the surgery was “worth it,” they went to work. Wielding their scalpels carefully, they removed the tumor and a thick slice of the surrounding tissue to get as much of the vinelike cancer as possible. Then, they peeled the pleura—the lung lining—off the diseased lung and off the remaining healthy organ as well. The pericardium—the sac surrounding the heart—was also separated from the heart while affected portions of the diaphragm were removed. Next, a synthetic chest wall made of mesh was built, fastened together by a hundred or more metal clips. Finally, before they closed me up, they poured as much lethal chemotherapy into the cavity as they dared without killing me on the table. The deadly toxin seeps into all the crevices in the chest cavity, like heat-seeking missiles finding elusive cancer cells the eye cannot.

A fair number of patients do not survive this operation. Because I did, it inspired me to take further action. What I did next forms the core of this book.

My past experiences as a teacher and social worker gave me a base to begin to pull a creative program together. I used my own ideas, my training, my schooling, my reading, and my instincts. I tried to draw on everything and anything I had known that could help guide me. Ironically, the back injury that had brought my active life to a halt for nearly two years, would be my most important teacher. It taught me how to improvise. I learned to take ambulances to hospitals when I couldn't move. I learned how to keep a cooler under my bed with sandwiches and juices so I didn't have to get up. I worked the phone and organized my friends for potluck suppers at my house, so I wouldn't have to cook. I made sure I would be in touch with the outside world and have companionship, so I could remain optimistic and hopeful.

Through crisis we can grow. We can learn to look inside ourselves, to find pieces of our past, to tap our inner wisdom to soften the journey ahead. By embracing the mystery we open ourselves to the diverse ways of healing around us.

Told I was going to die, I never stopped fighting. I never stopped persisting and striving to free myself of this disease and to live every available moment with gusto— whether those moments could be measured by the handful or across a lifetime. Today, two exploratory surgeries, one major operation, five inpatient rounds of chemotherapy, twenty-five radiation sessions, and forty-one healing steps later, I am the world's longest-living survivor of mesothelioma lung cancer. As word of my success with the program that helped bring me back from the precipice spread among
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