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PREFACE


PHYSICAL EXAMINATION: A well-developed, apprehensive, and somewhat tearful young woman. This unfortunate young woman has a newly diagnosed carcinoma of the breast. At her age, with a medial lesion, I am very worried. I appreciate the opportunity of seeing this difficult consultation.



This is what was written in my patient chart in April 1983. I was twenty-eight, and my mother had just recently died of ovarian cancer. She was diagnosed and gone in a matter of weeks. It took four months before I was taken seriously as a potential cancer patient. In fact, I had to work enormously hard at it because, according to the surgeon, “statistically, young women don’t get breast cancer.” The radiologist who read my mammogram was adamant that I did not have breast cancer. And as he held my “negative” films up to the light box, he made it perfectly clear that they looked just fine. “Besides,” he said, “you’re too young for this to be breast cancer. A tendency for breast lumps is entirely normal in a woman your age. You’re being neurotic, so why don’t you go home and forget about it.” The gynecologist seemed to find the hard mass in the lower inner quadrant of my left breast to be a novel challenge. “If I could only aspirate a little fluid, I would show you that it’s nothing. Let me stick it one more time for the hell of it.” It was a “wait and see” approach.

At that time, I returned to school at UCLA to pursue my interest in medical sociology. It was on the second day of the spring quarter that the surgeon finally agreed to a biopsy—if for no other reason than to assuage me.

I think I was the only one who was not surprised that I had breast cancer, and from that point on, I understood the difference between being a passive patient and a proactive medical consumer. My grandmother had died of uterine cancer when I was very young, and my mother’s brother died of a brain tumor the year after her death. I had absolutely no role models for survival. At the time, the only other young woman I could think of who had had breast cancer was singer Minnie Ripperton, and she died, too.

My anger was spilling out all over the place by the time I was finally diagnosed with cancer. I felt betrayed not just by my body but by the way medicine and physicians’ attitudes could have cost me my life. I was also very frightened of the unknown, and of the barbaric aspects of cancer treatment. I went doctor-shopping because I was very clear on the kind of relationship I would need to get through treatment. I sought out a support group because I wanted to feel connected, inspired, and understood. I needed information and to be able to compare experiences if I was to advocate for myself. But I was the youngest person in the group, and my issues as a young adult with cancer did not resonate in that room.

While going through treatment and school I founded Vital Options°, the nation’s first organization for the support and awareness of young adults with cancer. Creating Vital Options was my personal response to cancer. It is what grew out of the confrontation with cancer in my life and my mother’s life. It was a way for me to bring some justice and resolution to my experience, and to create meaning and purpose where there was rage, anger, and fear. For its first ten years, the organization advocated exclusively on behalf of young adults from ages seventeen through the early forties. Vital Options played a critical role in raising the profile of young adults with cancer, and I’m proud to say that there are now many young adult cancer support groups throughout the country.

However, in 1993, in response to a weakened economy and the evolution in communications technology, I had an idea to restructure Vital Options into a cancer communications organization, bringing cancer support, advocacy, and education to the airwaves, for people of all ages, with a nationally syndicated radio talk show. The idea was not met with a lot of receptiveness. In fact, many people thought I was nuts to think that the subject of cancer would ever adapt itself to an entertainment medium, and there were just a few committed Vital Options loyalists who believed in and supported the idea. I was referred to the then-president and CEO of Premiere Radio Networks, Steve Lehman, and to Tim Kelly, Premiere’s executive vice president and director of programming. Cancer and serious illness had touched both their families, and though they recognized that launching such a project would require overcoming many obstacles and challenges, they shared my vision and tenacity. Tim personally took the idea under his wing and helped develop cutting-edge radio with an on-air support group modeled after the work of Vital Options and an Internet chat room. He asked me “What was the place called where the groups at Vital Options would meet?” “It was the group room,” I replied, and that’s how the show was named. Undaunted by the technical challenges caused by the number of people involved in such a production, Tim followed his instinct to take a chance on this pioneering project, and in many ways he is the “daddy” of “The Group Room.” In February of 1996, we debuted in New York on WOR.

About a year later, I received a phone call from New York literary agent, Al Lowman, who had seen a televised news segment about “The Group Room.” It was thanks to his insight and intuition that this book version of the show—Cancer Talk—was born.

Sixteen years ago I had a lumpectomy, radiation therapy, and nine months of chemotherapy. Today I am cancer-free, but live it every day through my work. I still see my medical oncologist each year, and every April 7, the anniversary of my diagnosis, I celebrate being alive.

I look upon cancer as a metaphor for all the malignancies of life we battle, emotionally or physically. And though one cannot say exactly how to get through cancer, those of us who’ve been there can help lead the way and give some sense of direction out of the haze. And that is what this book is about. It is written with the hope that you will find your voice in Cancer Talk.





A NOTE FROM THE AUTHOR

One of the goals of Cancer Talk is to help people not see themselves as “victims,” because being a victim implies that you are powerless. Today, people dealing with cancer are not powerless. Please note that we subscribe to the National Coalition for Cancer Survivorship (NCCS) definition of a cancer survivor as “anyone with a diagnosis of cancer, whether newly diagnosed or in remission or with recurrence or terminal cancer.” This means that from the moment of diagnosis on, you’re a survivor. There are millions of people dealing with the same issues and struggles that come with the cancer experience. Within these pages are many voices that will resonate with yours.

Cancer Talk is a collection of voices of cancer survivors, family members, friends, physicians, nurses, researchers, and other health care providers from throughout the United States and Canada who have shared their insights and knowledge with us on “The Group Room,” a nationally syndicated call-in radio cancer talk show and support group. Except for experts and known personalities, whose names and affiliations are fully identified, names, cities, and identifying characteristics of cancer survivors and their families and friends have been changed, but not the essence of what they had to say. Their voices of hope and endurance give you the vital basics you need to get through cancer.

“The Group Room” has been on the air since February 1996. And every Sunday since then, we’ve been meeting as the world’s largest cancer support group in a live call-in format to explore all the aspects of cancer—physical, emotional, clinical, social, political, and spiritual. The program can also be heard in real time on the World Wide Web at vitaloptions.org.

“The Group Room” cast members, who’ll be identified by their first names throughout the book, include our medical oncologist, Michael B. Van Scoy-Mosher, M.D.; our radiation oncologist, Leslie Botnick, M.D.; and our therapist, Halina Irving, M.F.C.C., who is also a breast cancer survivor. Calls to “The Group Room” are screened by our oncology social workers, Carolyn Russell, L.C.S.W.; Diana Crispi, L.C.S.W.; and Perry Lisker, M.S.W. I moderate the dialogue in Cancer Talk, much as I do on the air, and my remarks appear in standard paragraph form.

Welcome to Cancer Talk, your source for support, information, and inspiration.





INTRODUCING THE EXPERTS

Following are the credits for the numerous physicians, researchers, therapists, social workers, other professionals, activists, and noted survivors who have participated on “The Group Room” radio show and contributed to the making of this book. Please note that over the years “The Group Room” has featured many noted oncology professionals, activists, and survivors whose names are not listed here. The following names reflect only those individuals whose voices appear in this book.

FRAN K. BARG, M.ED.: Principal Investigator for the “Family Caregiver Cancer Education Program,” University of Pennsylvania.

MICHAEL BECKER: Mountaineer and cancer survivor.

RON BLUM, M.D.: Medical Oncologist; Medical Director, St. Vincent’s Comprehensive Cancer Center, New York.

LESLIE E. BOTNICK, M.D.: “The Group Room” radiation oncologist; CEO and Medical Director, Valley Radiotherapy Associates Medical Group; currently associated with several Health Systems throughout Los Angeles and Orange Counties, as well as the nationally renowned John Wayne Cancer Institute; former Medical Director, Radiation Oncology, Beth Israel Hospital, Boston.

BARRIE R. CASSILETH, PH.D.: Founding member of the National Institutes of Health’s Office of Alternative Medicine; Adjunct Professor of Medicine (oncology), University of North Carolina; Consulting Professor of Community and Family Medicine, Duke University; Lecturer in Medicine, Harvard University; author of The Alternative Medicine Handbook: The Complete Reference Guide to Alternative and Complementary Therapies.

DAVID CELLA, PH.D.: Research professor, the Institute for Health Services Research and Policy, Northwestern University; Director, Center on Outcomes, Research, and Education (CORE), Evanston Hospital.

ELIZABETH JOHNS CLARK, PH.D.: President, member of the Board of Directors, National Coalition for Cancer Survivorship (NCCS); Director, Diagnostic and Therapeutic Services, Albany Medical Center Hospital; Associate Professor of Medicine in the Division of Medical Oncology, Albany Medical College.

ELLEN GLESBY COHEN: President and founder of the Lymphoma Research Foundation of America and cancer survivor.

YVETTE COLÓN, M.S.W., A.C.S.W.: Program Coordinator of Online Services Cancer Care, Inc., New York City; Ph.D. candidate; cancer survivor.

DANIEL COMBS: Hairstylist; consultant; owner of Salon Syndicate, Encino, California.

MATTHEW E. CONOLLY, M.D.: Professor of Medicine and Anesthesiology, former Co-Director of the Multi-Disciplinary Pain Clinic, UCLA Medical Center.

MIRANDA CRAIG: “The Group Room” ’s first producer, and cancer survivor.

DIANA F. CRISPI, L.C.S.W.: “The Group Room” oncology social worker; Clinical Social Work Supervisor, Clinical Social Work Division, Los Angeles County University of Southern California Medical Center.

DEBRA THALER-DEMEARS, R.N.: Oncology Nurse; Vice President of the Board of Directors, National Coalition for Cancer Survivorship (NCCS); cancer survivor.

STEPHEN J. FORMAN, M.D.: Director, Department of Hematology/Bone Marrow Transplantation, City of Hope National Medical Center; Physician-in-Chief, Department of Medical Oncology and Therapeutics Research, and President of the City of Hope Oncology Network, Duarte, California.

PATRICIA A. GANZ, M.D.: Professor, UCLA Schools of Medicine; and Public Health Director, Division of Prevention and Control Research, Jonsson Comprehensive Cancer Center.

BARBARA A. GIVEN, PH.D., R.N.: Director of Research, College of Nursing, Michigan State University.

CHARLES W. GIVEN, PH.D.: Professor, Associate Chair, Department of Family Practice, College of Human Medicine, Michigan State University.

DANI S. GRADY: Founder and past Executive Director of Thrivers Network, a cancer support and information organization in San Diego; Chair of the Board of Directors; patient advocate; and cancer survivor.

SCOTT HAMILTON: Olympic gold medal skating champion and cancer survivor.

G. DENMAN HAMMOND, M.D.: Founder, CEO, and President, National Childhood Cancer Foundation; Associate Vice President for Health Affairs, USC; Professor of Pediatrics, USC School of Medicine.

WENDY S. HARPHAM, M.D., F.A.C.P.: Internist; cancer survivor; bestselling author with a series of books dealing with all aspects of cancer survivorship.

BOB HATTOY: White House liaison to the Department of the Interior; member of the Presidential Advisory Committee on HIV and AIDS; AIDS and cancer survivor.

BARBARA HOFFMAN, J.D.: Attorney and law professor; cofounder and General Counsel to the National Coalition for Cancer Survivorship; editor of A Cancer Survivor’s Almanac: Charting Your Journey; a twenty-five-year cancer survivor.

STUART HOLDEN, M.D.: Urologist, Cedars-Sinai Medical Center, Los Angeles; Medical Director of CaP Cure.

CARRIE A. HYMAN, L.A.C., O.M.D.: Licensed acupuncturist; Doctor of Chinese Medicine; cancer survivor.

HALINA IRVING, M.S., M.F.C.C.: “The Group Room” therapist; has a private psychotherapy practice; specializes in working with individuals and groups dealing with chronic or life-threatening illnesses; cancer survivor.

ARTE JOHNSON: Actor, comedian, and cancer survivor.

SHARI KAHANE, M.D.: Physician and cancer survivor.

ERNEST R. KATZ, PH.D.: Pediatric psychologist; Clinical Professor of Pediatrics and Director of Behavioral Sciences, Childrens Center for Cancer and Blood Diseases, Childrens Hospital Los Angeles and USC School of Medicine.

DAVID KESSLER, R.N.: Hospice pioneer; author of The Rights of the Dying.

JIM KOELLER, M.S.: “The Group Room” oncology pharmacist; Professor of Clinical Pharmacy Program, University of Texas, Health Sciences Center at San Antonio.

T. DOUGLAS LAWSON: Vice President, Chief Operating Officer of the MD Anderson Network, a major provider of cancer diagnostic and treatment facilities in the Southwest; cancer survivor.

SUSAN LEIGH, R.N., B.S.N.: Oncology nurse; Past President and cofounder, National Coalition for Cancer Survivorship (NCCS); multiple cancer survivor; lecturer and educator on survivorship issues with special emphasis on long-term late effects of disease and therapy.

ALEXANDRA M. LEVINE, M.D.: Professor of Medicine, Chief, Division of Hematology, Medical Director, USC/Norris Cancer Hospital, USC School of Medicine.

ALLAN LICHTER, M.D.: President, American Society of Clinical Oncology (ASCO); Professor and Chair, Department of Radiation Oncology, University of Michigan.

PERRY LISKER, M.S.W.: “The Group Room” oncology social worker.

PHILOMENA F. MCANDREW, M.D.: Hematologist/Medical oncologist, Cedars-Sinai Medical Center, Los Angeles; Clinical Associate Professor of Medicine, University of California Los Angeles, School of Medicine; Professional Advisory Board, The Wellness Community; and the Director of the Breast Exam Self-Taught Program (B.E.S.T.) at Cedars-Sinai Medical Center.

FATHER ROBERT MCNAMARA: Spiritual Leader of St. John Eudes Catholic Church, Chatsworth, California.

FITZHUGH MULLAN, M.D.: Physician; cofounder of the National Coalition for Cancer Survivorship (NCCS) and past chair of the Board of Directors; Clinical Professor of Pediatrics and Public Health, George Washington School of Medicine; author; contributing editor to the journal Health Affairs/PROJECT HOPE; former Assistant Surgeon General, US Public Health Service; cancer survivor.

REVEREND A. STEPHEN PIETERS: Director, HIV/AIDS Ministry, Universal Fellowship of Metropolitan Community Churches worldwide; AIDS and cancer survivor.

SARR PORATH, M.D.: Physician and cancer survivor.

LEE S. ROSEN, M.D.: Director, Cancer Therapy Development program, UCLA Jonsson Comprehensive Cancer Center.

CAROLYN RUSSELL, L.C.S.W.: “The Group Room” oncology social worker.

RABBI M. SCHIMMEL: Spiritual Leader of Congregation Beth Meier, Studio City, California.

BARBARA ULLMAN SCHWERIN, ESQ., M.F.C.C.: Director, Cancer Legal Resource Counseling Center, Loyola Law School, and the Western Law Center for Disability Rights.

STUART SIEGEL, M.D.: Division Head of Hematology Oncology, Childrens Hospital, Los Angeles; Vice Chair, Department of Pediatrics, USC School of Medicine.

DAVID SPIEGEL, M.D.: Professor and Associate Chair of Psychiatry and Behavioral Sciences, and Director of the Psychosocial Treatment Laboratory at Stanford University School of Medicine; Medical Director of the Complementary Medicine Clinic at Stanford; renowned researcher and the first to demonstrate scientifically that group support results in enhanced survival time for cancer patients.

ELLEN STOVALL: Executive Director, National Coalition of Cancer Survivorship (NCCS); president of The March; Twenty-seven-year cancer survivor.

STEVEN L. VALLENSTEIN, M.D.: Consultant for the health care industry.

MICHAEL B. VAN SCOY-MOSHER, M.D., M.A.: “The Group Room” medical oncologist; Co-Chief of Hematology/Oncology Division, founder and Director of the Breast Cancer Tumor Board, and Chairman of the Patient and Community Education Committee, Cedars-Sinai Medical Center, Los Angeles; Consultant in Physician Relations, City of Hope Comprehensive Cancer Center; Medical Director, Center for Health Communications, USC Annenberg School of Communication.

MARCIA WALLACE: Actress, comedian, and cancer survivor.

MICHAEL G. WEISS, PH.D.: Clinical Psychologist; Associate Professor, Department of Psychology, California State University, San Bernardino; cancer survivor.

ANNA M. WU, PH.D.: Associate Research Scientist, Beckman Research Institute of the City of Hope; cancer survivor.

BETH S. YALE: Advocate; member of the Board of Directors, Vital Options; cancer survivor.




PART ONE
Handling the Medical Aspects of Cancer


The human body experiences a powerful gravitational pull in the direction of hope. That is why the patient’s hopes are the physician’s secret weapon. They are the hidden ingredient in any prescription. The physician will do everything he can, therefore, to bolster attitudes, nourish the outlook on life, and encourage confidence in the patient.

—Norman Cousins




ONE
 Getting the Diagnosis


Before cancer or a life-threatening illness,

we kind of tap dance through life. …

When we get cancer, the dance changes.

—Carolyn





A diagnosis of cancer is a huge, life-altering event. The moment you hear those words, “you have cancer,” everything comes to a halt and nothing is ever the same again. The diagnosis brings with it many different reactions, including disbelief, shock, fear, anger, panic, and confusion. It’s like being overcome by an emotional tidal wave. There’s a feeling that your body has betrayed you, that every aspect of your life and your dreams is threatened. And until you decide on a course of treatment, you’re not likely to feel a whole lot of control over the situation.

A good many of the people who are diagnosed with cancer don’t feel sick. I had a breast lump, but wasn’t feeling physically ill when I was diagnosed. Either way, it may take some time for the reality of it all to settle in. And then you realize that areas of your life need reprioritizing. The diagnosis adds new stress to your personal, professional, and financial responsibilities. Issues of mortality come to mind and, in addition to your emotions, you must also deal with everyone else’s. And somehow in the midst of this emotional upheaval, you still have to keep a clear head in order to make decisions  about your medical care. As your health takes center stage, your days may be a series of doctor’s appointments, consultations, and continued medical evaluation. You’ve become a cancer patient.

The way the diagnosis is given can have a tremendous impact on how it is received. Sometimes the diagnosis is delivered by a surgeon or specialist who has no history with the patient. That can make it difficult, considering that the first dose of hope comes, or should come, from the doctor. A doctor who makes direct eye contact and is able to communicate not just with words but also with the warmth of a touch to the shoulder or hand builds trust.

My surgeon knew me, which was all the more reason he was unprepared to diagnose me. His behavior was a dead giveaway. I pretty much knew I had cancer when he called the evening of the biopsy to check on me and find out if my dressing was dry. He suggested I take something to help me sleep and told me to come to his office the next morning with my father and my sister. In that moment I knew.

PAUL: I was diagnosed with colon cancer at age thirty-nine, which is on the young side for that type of cancer. The diagnosis changes your life in just a split second. When you hear those words, “You have cancer,” everything stops. Nothing feels real. Then you’re awash in powerful feelings. Fear. Anger. Depression. You feel isolated and alienated, out of control, betrayed by your body.

JASMINE: When I first got the diagnosis, I panicked. I arranged my funeral because my two children were too young to do it.

DORA: You wonder, “Why me? What did I do wrong?” You didn’t do anything wrong, of course. But you still wonder. And you worry. You can’t help worrying.

PRISCILLA: The very first response is disbelief. You say to yourself, “I know this is real, but I can’t really believe it.” And then the other feelings may come on a little bit later. The reality of my diagnosis  really didn’t hit me until about two weeks after the end of my treatment. It wasn’t until then that I realized, not just intellectually but at every level of my being, what had happened to me, what the situation was. Like many others, I grieved and reacted emotionally after the treatment.

SANDY: I went in for an operation that would determine whether the cancer was malignant or not. My family was afraid that they were going to have to tell me the bad news. As it turned out, I already knew it was malignant when I was brought back to my room, and not because my doctor had told me. My doctor left while I was still in the recovery room, not yet awake. He had told me before the surgery that if it was benign, they would just remove the ovary, but if it was malignant, they would remove everything. Well, when I was waking up in the recovery room, the nurse was calling down to transportation to have someone pick me up. She said into the phone, “We have a total hysterectomy here to be taken back to her room.” They had removed everything, so I knew my cancer was malignant. When I got back to the room, my husband’s and son’s faces were so sad. The doctor had told them and they thought they were going to have to tell me. I just said, “I know.”

KARL: I was utterly stunned when I was diagnosed with male breast cancer. I didn’t even know men could get breast cancer. I had found a lump near my left nipple when I was in the shower. I thought it was a little fat deposit under the skin, but I showed it to my wife and she insisted that I go to the doctor. Much to my surprise, the doctor did a needle biopsy and within three days, I was in surgery. I was very lucky because we caught it early on.

SLATER: I came out of my surgery and I waited. They told me that they were doing tests and that it would be couple hours before they knew if I had cancer. I was very sick after the surgery; I had some sort of negative response to the drugs they had given me. Finally, the  doctor came up and just straight out told me. He said, “You have Hodgkin’s lymphoma. If you had to get lymphoma, that would be the kind you would want to get. Not that any of us would ever want to get lymphoma, but …” All I wanted to do was go home and close the door to my room and never come out.

MONA: I was handed an envelope at the diagnostic clinic that did my ultrasound, and told to walk across the street to my doctor’s office with this envelope and not open it. Did they really expect me not to open it? That was the stupidest thing that happened in my life.

BETH YALE (cancer advocate, survivor): When given a cancer diagnosis, you lose all of your control, you lose your feeling of well-being and trust in your body. I felt that I had lost control of every part of my life. I didn’t even know if I was going to survive. Someone could tell me that the future was positive, but until I had that feeling within me, until I felt I could be cured or even deal with the disease, I couldn’t go ahead with everyday living.

GILA: I was diagnosed about two years ago. I had a kind of a different sort of a case, my tumor came up quite rapidly, it grew very large. This was just before my forty-second birthday. My surgeon was quite blunt with me. I wish he would have taken some lessons in bedside manner. He is an excellent surgeon, but he was blunt. He just said, “You’ve got breast cancer, and I can’t operate.” That’s it. I tell you, it felt like somebody took a knife and stabbed me in the back. He gave me no hope, no choices.

So I was given neoadjuvant chemotherapy, hoping to shrink the tumor down to the size where it could be operated on. The surgeon just said, “We’ll see what happens.” That’s it, nothing more. As it turned out, I had a wonderful reaction to chemotherapy, so good that when they finally did surgery, there was no palpable tumor left. There wasn’t even a microscopic trace of the tumor. I didn’t have to have a mastectomy. Even after my surgery, after this wonderful cure  happened, he kept his distance. He always looked at things as if the glass were half empty rather than half full. Then he said “When you have your recurrence, we’ll do this and that.” He just flat out told me I was going to get the cancer again, even after I was cured!

REGINA: As I was going through the many tests necessary to find out how severe it was, I kept hoping to myself that it wasn’t going to be that bad, that I would only have a very minimal treatment. It never really hit home, how bad it was, until I had finally had the last test done and I found out I was not going to receive minimal treatment. I really went into a depression.

JOAN: I was told as soon as I woke up from the anesthesia after my biopsy. I had a friend who’s an anesthesiologist. He did my anesthesia. As soon as I woke up, I looked at him. He nodded and said, “Yeah, it’s Hodgkin’s disease.” We had already discussed it several times, and I had done some reading, so it wasn’t a terrible shock. And I had a feeling that I was so healthy, I was convinced that I was going to be all right. I knew it had gone no further, and the doctors were convinced it had gone no further, so I was sure I would have a very short, easy treatment. That’s why the actual diagnosis wasn’t that upsetting—I never really accepted that diagnosis, I was convinced right from the start that I was going to be fine. It wasn’t until a year later, after I had finished treatment and they did a chest X ray. When they said, “Oh, we see some enlarged nodes,” it suddenly hit me. I thought, “Oh, my God! I’ve got cancer and I could die!” It took that long before I believed it.

In order to absorb the trauma of a cancer diagnosis, a person may appear to be in denial. However, this kind of denial is really a protective coping mechanism to help us slowly accept what is happening.

HALINA (therapist): Denial is a way to self-protect. It also allows us to get through the treatment. If we were to feel, all at once, all of the  emotions that hit us when we get the diagnosis, we would be overwhelmed. So overwhelmed, we couldn’t do what we needed to. This kind of partial denial—acknowledging that we have cancer but believing that things will be all right—allows us to do what needs to be done.

ADVOCATING FOR YOURSELF OR SOMEONE ELSE

Like hope, advocacy is an underlying theme of this book. Learning to advocate for yourself or for someone close to you is empowering and helps to instill an attitude of hope and optimism.

Your advocate should be someone whom you feel safe with and close to. One of the key roles of an advocate is to help gather information regarding treatment options and resources, to go with you to doctor’s appointments, and to take notes. Later, you’ll have someone with whom to review the information gleaned from your discussions with doctors and other research. One of the important advantages to having someone go to consultations with you is that that person serves as a second set of ears, which can help a lot when it comes to reviewing and clarifying information.

JONATHAN: I think advocacy is very important. When I was first diagnosed, I really couldn’t do very much for myself. I asked the neurosurgeon a couple of questions, and his responses blew me away. I was thankful that my wife was in the room with me and I could turn to her and say, “Would you please ask the questions? I can’t handle this anymore.” That was the first important thing about having an advocate. The second was ensuring that I was treated as a human being, rather than just a number or another patient. It was important to me to be treated as a human being.

STEPHEN: Dealing with doctors, hospitals, and insurance is intimidating. When you’ve got cancer you’re too busy getting well to worry about that. And some people are not comfortable asking doctors  questions, or telling them they’re not sure about what the doctor wants to do. That’s why you need an advocate, someone to do that for you.

RALPH: From the moment my wife was diagnosed with breast cancer I became a junior oncologist. I pored through Internet libraries, I devoured information like a sponge. I drove some of the doctors nuts, grilling them, asking them questions. In one case, I had the oncologist correct his diagnosis on the pathology report. He had misdiagnosed her, missed the problem entirely, and said that she was fine. I said, “Excuse me, what about this and this?” He looked at the reports again and said, “Oh, let me retract that statement.” Needless to say, we didn’t stay with that doctor.

TRACY: As the advocate, you may have to ask questions that the person with cancer doesn’t want to hear, to dig for the answers they’re afraid to hear. And you need to know all about their disease, you need to be superinformed.

CHERYL: Sometimes, with two people in the room, you can hear two different things. And at least when you walk out of that room you can say, “No, that’s not what I heard. This is what I heard.”

An advocate can also be incredibly helpful when it comes to dealing with all the questions that family and friends have. However, how the questions are answered should be the patient’s choice, and it should be made clear what information is to be given out. The patient should also inform the doctor who within the family he or she is allowed to talk to. It helps to funnel the line of communication so it’s focused and directed.

DR. MICHAEL (medical oncologist): I encourage families to appoint one person to act as advocate, to interact the most with the doctor. Otherwise, it can get confusing. Sometimes, three people  from the same family are calling me, and it’s clear that they don’t speak to one another. It can be irritating to have to go over the same thing several times, and not to be able to trust that what I say to one is being communicated to the others. It’s also important for the patient to tell the doctor who it’s okay to speak to. I have personally gotten caught when a son or daughter called me, I spoke to them quite frankly, and was severely chastised by the patient for doing so. Families can be very complicated.

HALINA (therapist): There is also a question of legality. The doctor will talk to the spouse, often giving the cold shoulder to the sister, brother, or child. But the spouse is not always best qualified or equipped to be the patient’s advocate or caregiver. The medical team should work with the designated advocate or caregiver, even if it’s not the spouse.

GAINING KNOWLEDGE IS GAINING CONTROL

As overwhelming as the diagnosis of cancer is, so is the pace that it demands. The rest of your life seems to be put on hold as you focus on making treatment decisions, seeking second opinions, choosing a doctor, and perhaps dealing with health insurance issues. The period of time between your diagnosis and your decision on a treatment plan is difficult because you don’t feel as if you have a lot of control over your situation. Taking action is what instills hope, confidence, and a greater sense of control. As emotional and turbulent as the early days of diagnosis may be, and as important as it is to express all of your emotions, it is equally important to use your head wisely and be intelligently focused because you have crucial and perhaps life-saving decisions to make.

I used a tape recorder when I was diagnosed sixteen years ago. That was pretty radical for the time, and it made one of the consulting doctors quite uncomfortable. But there I was, still in the hospital  and medicated, my mind already oversaturated. Taping the consultation was my best way to retain the information.

BRENDA: I kind of drifted through my cancer like I was in a stream, being pushed from one point to another, from diagnosis through treatment. Then, afterward, I went to a support group and, boy, did I learn things! About three years later my father had cancer. I was there at all of the meetings with the doctors. I asked questions left, right, and sideways. They were looking at me like, “Where did you come from?” because I questioned everything. I spoke up for my father. I made sure no one rushed him into anything he didn’t want.

SERGIO: There’s a lot to take in when you see the doctors after getting the diagnosis. I knew from the start I wanted an advocate, someone to assist me, to listen for me, to lean on. I took my advocate with me to my appointments, and I had him write down what the doctor said. It’s better when two people are there, especially when one is so upset.

There are some basic questions you should be prepared to ask your doctors. For example: What is the full diagnosis? How aggressive is the cancer, what is its pathology? Has it spread? Are more tests going to be required? You’ll also want to discuss treatment options, and use the discussion as a basis for a second opinion.

Getting a second opinion is vital. When you finally commit to treatment, you want to feel positive and secure about your choice, so it helps if you’ve done your homework and left no stones unturned. You owe this to yourself, so don’t worry about offending a doctor by questioning him or her, or asking for a second opinion. In fact, most doctors will encourage you to get a second opinion, because this makes for a more trusting relationship. Dr. Leslie Botnick has this advice for those newly diagnosed with cancer:

DR. LESLIE (radiation oncologist): You need to assemble your team first. Cancer is an integrated problem that often has to be handled surgically, with radiation, or with chemotherapy. Everybody really has to talk with everyone else in a short period of time, which is why it’s so important to get your team together as soon as possible. The next most important thing is you’ve got to have somebody with you when you go to your doctors. There’s no way to do this alone. It’s impossible. You cannot gather all the information yourself. I don’t care if you’re a doctor, you can’t gather the information. It’s just too dramatic, too painful, too upsetting. You need somebody listening with you. If you don’t have someone to bring along, bring a tape recorder. Most doctor’s offices do not have tape recorders, for medical or legal reasons, so bring a tape recorder. Most doctors will let you record the conversation.

Having received the diagnosis of cancer you will quickly find yourself immersed in the process of finding and working with one particular physician, or a team of doctors, so it’s important that you have a good working relationship with your medical oncologist or treating physician. (Chapter Two explores the doctor-patient relationship in detail.) As you begin your cancer journey, one of the things you can do to help yourself deal with the changing landscape of cancer survivorship is to become a member of the National Coalition for Cancer Survivorship (NCCS), subscribe to their newsletter, “The Networker,” and get a copy of their book, A Cancer Survivor’s Almanac (edited by Barbara Hoffman; Chronimed Publishing).

REACHING OUT FOR SUPPORT

The importance of reaching out to others at every stage of the cancer experience cannot be emphasized enough. Being able to communicate about your feelings is very important. People may try to protect their families by not communicating their fear or vulnerability; they may feel that expressing the extent of their anxiety is shameful or a  sign of weakness. Yet, expressing an emotion is the best way to process it. The emotional support you get from reaching out, the human connection, can be more helpful than anything else. If you hesitate because you don’t want to be a bother, remember that by asking for help you’re enabling those most connected to you to feel a part of the experience by helping you.

SLATER: I would like to emphasize that the biggest thing you can do is to have a good support system, coming from either your family or your friends. You need to be able to communicate how you really feel about what’s going on. You can’t feel that you’re protecting them, that they already feel bad for you. You actually need to let them know that you’re afraid that you might die.

HALINA (therapist): We talk about support, but we don’t define what it means. Support from family and from friends really means that the need, the impulse to protect, is set aside so true feelings can be communicated. Many people feel the need to protect their families, for they know how much the families are suffering and don’t want to add to their troubles. The truly supportive family is capable of facing the fact that their loved one has cancer; they are able to bear it and are therefore able to hear it, to communicate with the patient honestly, without holding back or giving pep talks. True support is having one’s deepest and most feared emotions understood and accepted.

Support groups are a good source of emotional support and information. However, with so much going on during the initial days of diagnosis, few people immediately get to a group. But consider attending one as soon as possible, for the support and information you receive in a group can offer emotional comfort, reduce the sense of isolation which may accompany a cancer diagnosis, provide resources, and build hope. Of course, you can always listen to “The Group Room.” Dr. David Spiegel, renowned researcher at Stanford University, has  conducted research that scientifically proves the value of cancer support groups by showing that such support can extend survival time.

PAMELA: What’s wonderful about groups is that you have others to laugh with and to cry with, others that you can speak to and express everything you feel in a genuine way. You don’t have to pull any punches, like you do with your family. You don’t have to pretend. And that brings back into our lives that “something” that is lost when we’re diagnosed. It brings back that connection with others, that bond, that realization that you are not all alone, that your feelings are similar to those of other people. It really gives us back that sense of control, and reconnects us to life.

GREG: There’s strength in numbers. The first feeling that I felt when I was diagnosed was total isolation. I didn’t feel like anybody knew what I was going through, how I was feeling. Then I got into a support group and I found out that I was one of many. There are days when you need to be alone. But the rest of the time, it is a godsend to have people around who are concerned, and who know what you’re going through.

CONCLUSION

As you read this book, you will see that cancer sets you on a journey that moves in cycles. Survivorship and dealing with cancer is a process of change and growth. And ultimately, one major goal is to integrate the experience into your life so that you can coexist with its memory.

ANNA WU, PH.D. (cancer researcher, survivor): When I think about my diagnosis, which was a week and a half before my birthday and our wedding anniversary—with Mother’s Day right in there—each year, as that time of the year rolls by, I think about what was the  worst birthday, the worst anniversary, and the worst Mother’s Day. But each year it’s just gotten better and better.

CAROLYN (oncology social worker): It does change your life. Before cancer or a life-threatening illness, we kind of tap dance through life. Sometimes we think about what we’re doing, but most of the time we don’t. We get up in the morning, we shower, put on something to wear, think about what we’re going to do today. We do what we have to do, we come home, relax a little bit, go to bed, then get up and do it all over again. We put a lot of things off, we don’t bother thinking about a lot of things, we overlook things. When we get cancer, the dance changes.

In A Cancer Survivor’s Almanac, Dr. Fitzhugh Mullan, physician, cancer survivor, a founder and the former chairman of the National Coalition for Cancer Survivorship (NCCS), equates being diagnosed with cancer with crossing a river into a new land.

DR. FITZHUGH MULLAN (physician, cancer survivor): The diagnosis of cancer is always an unwelcome and unexpected intruder in the life of an individual or a family. It remains a one-way ticket across a wide and swift river to a land on the far bank—the land of cancer survivorship, with its own biology, its own psychology, and its own community. It is a land where family and friends, doctors and nurses can visit but where the survivor becomes a permanent resident. It is a land that, until recently, received very little attention and had few maps and no constitution.

ELLEN STOVALL (cancer activist, survivor): That is a beautiful metaphor because it’s true. Life is never the same after being diagnosed. You can’t go back once you have cancer. But you can have a renewed life with renewed hope.

Remember the following points in the earliest stages of being diagnosed:


	Expect to feel an emotional avalanche when you or someone you love is diagnosed with cancer.


	Talk about what you’re feeling.


	Think about letting someone help you as an advocate, and take someone with you to consultations to help take notes and gather information.


	Get a second medical opinion.


	Keep notes and get copies of pathology reports and relevant lab results.


	Consider going to a support group.


	Know that you’ll feel a greater sense of control as you decide on a clinical course
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