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Foreword


by Dr. Marisa C. Weiss


As a newly diagnosed breast cancer patient, a big part of you yearns to close the door on your illness and just pretend this isn’t happening to you. You may be worried and anx-ious about what to expect in the days and weeks ahead. Your emo-tional roller coaster probably includes feeling helpless, confused, and overwhelmed.


The best way to feel empowered is to know what to expect. You can replace your fears with real information. One key way of get-ting this information is asking your cancer­care team the questions in this book. Planning and asking questions will help you to rise above your uncomfortable and helpless feelings.


You may be in the habit of taking care of the other people in your life, such as your partner, your children, or your aging parents. Perhaps as a result of being a caregiver, you’re less accustomed to the role of needing and receiving care yourself. You may have al-ways looked up to your doctors as being “all­knowing” and power-ful, not people to be questioned.


Today there’s a great deal more emphasis on a doctor and her patient sharing the decision-making process, as well as many more options for a breast cancer patient to choose from. Sometimes there can be too much information, especially through Internet resources, that it makes knowing what to do or where to turn more difficult and confusing.


That’s why asking questions is so valuable. Planning your questions in advance is an empowering technique. It will help you to really stay focused during the short time you have with your doctor during each office visit. Think of planning for your meetings with your cancer­care team as if you were planning for a business meet-ing. Just as in a business meeting, you want to wear a nice suit, be prepared, and ask smart questions.


A basic premise of asking questions is that it creates a dialogue with your doctors and other medical experts. This dialogue be-comes the foundation for establishing a powerful and respectful re-lationship with your doctors, in which you are actively involved in your own care and treatment.


Patients often worry that their doctors are withholding information, not telling them the whole truth. Sometimes patients think that every word from their doctors is a sign of something im-portant left unsaid. For example, if your surgeon says he’ll schedule the lumpectomy within a week, some women automatically jump to the conclusion that this must mean their breast cancer is much worse than their surgeon is telling them, and they’re in a state of total panic. A doctor’s effort to quickly accommodate your schedule request can make you feel like there’s an emergency. This type of misunderstanding is all too common. It often happens because the doctor hasn’t communicated well enough with his patient so that she feels she can trust him.


If your doctor understands that you want an active role in your fight against breast cancer, you’ll be on the right track to establishing the key elements of a good doctor-patient relationship—trust and respect. A good doctor is one who really listens to your questions and concerns. In my experience, over and over again, this is what I hear: “I want a doctor who really listens to me and respects me as an individual.” This level of support and communication with your cancer­care team is precious.


Take these Best Questions with you and add your own questions to the lists. No question is trivial or stupid. Have your questions organized and in hand so you can ask them with ease. Be sure to tell your doctor right up front that you have questions so she’ll allow time. You should also ask your doctor when she prefers to answer your questions. This helps avoid interruptions and both of you know what to expect.


You want a doctor who will answer your questions. You want to feel that you can really talk with her, that she’ll respond directly, carefully, and honestly. From this dialogue and from your “Best Questions” lists, you’ll gain more knowledge, reassurance, and the courage to face this disease with an inner strength and fortitude.


Dr. Marisa C. Weiss is the president and founder of the nonprofit organization breastcancer.org, which provides the world’s leading online resource for breast health and breast cancer at www.breastcancer.org. She is the coauthor with her mother of Living Beyond Breast Cancer, the author of 7 Minutes! How to Get the Most from Your Doctor Visit, and coauthor with her teenage daughter of the new book Taking Care of Your “Girls”: A Breast Health Guide for Girls, Teens, and In-Betweens. Dr. Weiss is also the director of Breast Radiation Oncology and of Breast Health Outreach at Lankenau Hospital in the Philadelphia area.





Introduction


The most important questions are often the ones you didn’t know to ask. Even the best doctors in the world can’t give you the right answers unless you ask them the right questions first.


But how do you know what the right questions are? “Ask your doctor.” You’ve heard it a million times, but do you really know what to ask? What if you don’t know very much about breast cancer yet, feel intimated by your doctor’s expertise, or just feel simply overwhelmed by this diagnosis?


More than ten years ago my mother suffered a major heart attack. As I nervously watched the monitors’ readings of her vital signs bounce around, it occurred to me that I didn’t know what to ask the doctors about her condition. In that moment of feeling totally helpless, the only thing I could control was my questions. But I just didn’t know what to ask.


I vowed to learn how to ask better questions. When I started taking my mom to her follow-up doctor appointments, I spent time researching her medical options and planning questions for her doctor. I wanted to be a well-informed consumer for her sake, to make sure she was getting the very best possible care.


This experience sparked my interest in questioning skills. As I read about questions, I was surprised to learn how little attention people pay to questions in general. It seems that our society is so focused on solutions and answers that we rarely ever stop to consider the quality of our questions.


I started teaching questioning skills as part of the graduate-level business classes I teach in Washington, D.C., and Perth, Australia. My students liked it so much that I developed the concept of “The 10 Best Questions” as a way for them to learn questioning skills, team dynamics, and research skills all at once. For more than five years, I’ve taught hundreds of students who have interviewed thousands of experts. For example, my students have researched what to ask when you buy a house, get engaged, adopt a dog, hire a financial planner, invest in stocks, retire, plan a wedding, start a diet, and look for great sex.


To learn more about questions, I did a series of interviews with people known for their questioning skills to try to discover their secrets. Helen Thomas, the legendary White House reporter, is famous for her press conference questions to every president since John F. Kennedy. She told me, “Before a news conference I would think, what’s the best question to ask? . . . I have the courage of ignorance in my questions. . . . I always get nervous, figuring out what to ask a president. But I believe you have to be curious and keep asking why.”


Peter Block, an international management consultant and the author of the book, The Answer to How Is Yes, said, “There’s a deeper meaning to asking questions. It’s a stance you take in the world, a desire to make contact and get connected.”


I talked with professional interviewers like Susan Sikora, a TV talk-show host in San Francisco; Debbie Nigro, a New York radio host; and Richard Koonce, a journalist and consultant in Brookline, Massachusetts. From each I heard a version of “you are only as good as the questions you ask.” For this book, I interviewed experts in oncology, breast surgery, relationships, and financial planning.


So, who are the best question askers? They are smart, curious, and fearless, yet humble enough to learn from someone else. They value listening and inquiry. Great question askers see every person they meet as a “walking encyclopedia” of valuable information just waiting to be unlocked by the right questions. And finally, as Albert Einstein once said, “The difference between me and everyone else is my ability to ask the right questions.”


The 10 Best Questions in this book won’t make you an instant Einstein. And as “The Question Doctor,” I certainly don’t claim any Einstein-like brilliance either. I simply believe that a good mind knows the right answers, but a great mind knows the right questions.


Each chapter has a “Best Questions” list, plus one more question that I call “The Magic Question.” A “magic question” is the one that even smart people rarely think to ask because it’s a “gut-level” question without an obvious answer. I’ve also tried to include the “best answers” for each question so you’ll know when you are hearing the full story.


In writing this book, I’ve taken a practical and holistic approach to researching the “Best Questions” to make you a “best-informed patient.” My focus is to help your decisions, choices, and relationships by suggesting what you can ask your doctors, medical experts, partner, family, friends, and ultimately yourself after a diagnosis of breast cancer.


Your lifetime prescription for good health is to stay informed. Former surgeon general Dr. C. Everett Koop told me he believes, “There’s nothing that will lead to better medical care than a knowledgeable patient.”


Asking the 10 Best Questions in this book gives you the actual script in hand for each major conversation and decision you will soon be facing in the event of a breast cancer diagnosis. At the same time, be sure to ask plenty of your own questions, too. As Helen Thomas concludes, “There’s no such thing as a bad question, only a lot of bad answers.”





PART I:
Talking with Your Medical Team



The two most common concerns expressed by newly diagnosed breast cancer patients are their fear of the unknown and a fear of failing to communicate well with their doctors. Your medical team can help you make the best decisions, but you have to ask the right questions.


The 10 Best Questions in this section and throughout the book are your action plan, a road map of practical questions and considerations from a holistic point of view for fighting your breast cancer. You don’t have to fight this fight alone.


These Best Questions will help to resurrect your sense of control just when you feel the greatest sense of loss and helplessness, help you and your loved ones make sound decisions about choosing top doctors and treatments, and put you firmly in the driver’s seat of the “cancer journey” back to good health.


Many people are intimidated by their doctors and are reluctant to ask them questions. Get over it and use this book to help you. Now that you’ve been diagnosed with breast cancer, a life-threatening disease, this is no time to be shy, to worry about hurting the doctor’s feelings or be secretly afraid that he may not like you as much if you ask questions. There’s no reason to be aggressive in asking your questions, but be firm in conveying that you expect answers.


To be heard, you may need to repeat your questions or concerns. According to a 1999 study published in JAMA, the journal of the American Medical Association, when patients are trying to explain the reason for their visit, doctors typically interrupt after just twenty-three seconds. Persist through interruptions. If your doctor interrupts you before you make your point, try saying, “I’d like to finish” or “Can we come back to my concerns later?”


When you meet with a doctor, have your questions written down and take notes on the answers. You also may want to bring along your partner, a family member, or a close friend to your medical appointments to help you understand and remember.


Many breast cancer specialists and survivors recommend that you also bring a notepad so the person accompanying you can take notes on your behalf; it also helps to bring a tape recorder as well. With a tape recorder, you don’t have to worry so much about either of you writing down new medical terms and jargon correctly, and you both can listen more intently and focus on asking questions.


As you are planning your medical appointments, get this book out, review the 10 Best Questions lists, jot down the Best Questions you want to ask, and add your own questions to the list. Take these questions along with you and don’t be afraid to ask them.


Let your doctor know at the very beginning of your appointment time that you have questions. Ask the doctor when he or she prefers that you ask your questions. By doing this, you’ve alerted the doctor to your desire to know more while courteously allowing the doctor to set the pace and timing of the visit.


Just make sure that your questions are answered before time runs out. If not, ask for additional time, another appointment, or whether the doctor will answer your remaining questions by phone or e-mail later.


The Question Doctor wishes you great success and communications with your medical team.





CHAPTER 1: THE 10 BEST QUESTIONS


About Your Initial Diagnosis of Breast Cancer


Cancer is a word, not a sentence.


—John Diamond,
British broadcaster and journalist


You, interrupted. That’s what a new diagnosis of breast cancer is like. Just as certain as your vivid memories of the day that President John F. Kennedy was shot, the day you watched Space Shuttle Challenger and its astronauts dissolve before your eyes, or where you were on September 11, 2001, you will never forget the moment you first learn that you have breast cancer.


Your life changes forever. It seems like the whole universe stops for a moment. Some women describe a sense of slow-motion time, like being in a car accident where it all happens so fast that it seems slow. Things will never be the same.


Beverly Kirkhart, a fifteen-year breast cancer survivor and the co-author of Chicken Soup for the Surviving Soul: 101 Healing Stories About Those Who Have Survived Cancer, says that when she first learned she had breast cancer, three things popped into her head. “I had a feeling that I was out of control and had such a sense of loneliness, a feeling of fear that I would lose hope.”


Everyone reacts differently. For some women their first reaction after the tears is to learn everything they can about breast cancer. They treat their cancer like a research problem to be solved. Some women call or e-mail every person they have ever talked with since the fifth grade. Others prefer to share the news with only a small circle of family members and friends.


Whatever your initial reaction, whatever moment or stage of your life has been interrupted by this cancer diagnosis, and no matter who you are, you can benefit from understanding the diagnosis and eventually learning everything you can about breast cancer. You are about to embark on a “cancer journey,” a trip you certainly never asked for, but nevertheless the “cancer train” is leaving now with you on it as its unwilling and unprepared passenger. Three decades of studies have all confirmed that a well-educated patient—one who takes charge of her disease and its treatment—has the greatest chance of successfully fighting back cancer and living a normal life.




THE QUESTION DOCTOR SAYS:


• Don’t ever hesitate to ask other questions that are not in this book.


• There truly are no dumb questions, especially when you’ve received a diagnosis of breast  cancer. You have every right to know as much as you need to about your cancer.


• This is your body and it’s your right to have a well-educated mind inside it.





The following 10 Best Questions are for you to ask when you are first hearing the news that you have breast cancer. This book assumes that you have already had a biopsy and are just now learning its results.


THE 10 BEST QUESTIONS
About Your Initial Diagnosis of Breast Cancer



1. How sure are you about my diagnosis of breast cancer?


Most women never think to question their diagnosis of breast cancer. If your doctor tells you that you have breast cancer, you probably do.


But breast cancer is complicated and mystifying under a microscope, sometimes even for experienced pathologists, the specialist doctors who read and interpret tissue samples. To make a diagnosis between benign cells (noncancerous) and malignant cells (cancer) is much more complex than you would ever first imagine.




THE QUESTION DOCTOR SAYS:


Be sure to phrase this question “How sure . . .” rather than “Are you sure . . .” When you ask a yes/no question like “Are you sure?” you won’t get as much information from your doctor as if you had phrased it more open-ended, like “How sure?”





Because of this complexity, the pathology reports diagnosing breast cancer can be wrong. For example, researchers at the Johns Hopkins University in Baltimore, Maryland, found that about 1.4 percent of the time, a pathologist mistakenly diagnoses cancer, misidentifies the type of cancer, or misses a cancer totally. Even more common are pathologists’ errors that can significantly change the type of treatment patients receive. These errors can make a world of difference between receiving conservative treatments versus aggressive surgeries.


It’s important to make a distinction between raising false hopes for a misdiagnosis and being careful. Your first Best Question when facing breast cancer is to challenge the underlying assumptions that the pathology report is correct. This doesn’t mean challenging your doctor’s wisdom or credentials, just making sure up front that you aren’t jumping on the cancer train when you really don’t have a ticket.


Most women will want a second opinion on their diagnosis. See chapter 5 for more explanation on how to do this and the 10 Best Questions to ask for a second opinion.



2. What kind of cancer do I have? What is the medical name?


You will want to name this beast even if the name doesn’t mean much to you right now. Ask for the medical name and ask the doctor to write it down for you so you have the correct spelling.


Once you know the medical name and spelling you can look it up on the Internet. Four highly recommended Web sites are those sponsored by the National Cancer Institute (www.cancer.gov), the American Cancer Society (www.cancer.org), breastcancer.org (www.breastcancer.org), and Dr. Susan Love’s Web site (www.susanlovemd.com/breastcancer).


3. Where is the tumor located? What size is it?


Knowing where your cancer is located and its size helps make the diagnosis more tangible. Ask your doctor to point out the location of your tumor on the X-ray. Also ask your doctor to draw your tumor’s size and shape on a piece of paper for you to take home. Most cancer diagnoses are given in centimeters, which may not make much sense to Americans, who are used to measurements given in inches.


4. How much has the cancer spread? What stage is my cancer and what does that mean in my case?


A critical question about cancer is whether or not it has spread to other organs in your body. Cancer starts when cells begin to divide uncontrollably. Eventually these cells form a visible mass or tumor. This initial tumor is called the primary tumor.


Cells from the primary tumor can break off and lodge elsewhere in the body where they then grow into secondary tumors. This process is called metastasis, which means that the cancer has spread.


Cancer stages describe how much the disease has spread. Breast cancer has five stages, numbered 0 through IV, with 0 being the earliest stage with the least amount of cancer, and IV being the most advanced cancer stage. If you are told you have a Stage II or III breast cancer, ask if you have Stage IIA, IIB, IIIA, or IIIB, or IIIC for further clarification.




THE QUESTION DOCTOR SAYS:


Don’t forget to ask the last piece of this Best Question: “. . . and what does that mean in my case?” You don’t want your doctor going off on a long dissertation about breast cancer statistics right now. What you really care about is your own survival. Make sure your doctor discusses the stage of your cancer from the perspective of your own unique set of circumstances, like your age and any prior medical conditions.





You can also rephrase this question by asking simply if you have a slow-growing breast cancer or an aggressive one. Either way, realize that this is just the start of your education about breast cancer and you’ll understand more soon. Cancer staging is important but not necessarily the bottom line of your diagnosis.


5. What is my prognosis? Am I going to die?


This is naturally the first question that jumps to mind for the vast majority of women when they get the initial news about having breast cancer. However, it is purposely Best Question number 5 so you’ll learn more about your breast cancer before asking it.


Here’s some advice from Betty Rollin, a former NBC correspondent and the author of First, You Cry, a groundbreaking book and breast cancer classic that she wrote in 1976 to tell about her breast cancer and mastectomy: “I asked, ‘What are my odds?’ because I wanted to know the percentages. It was pretty good. It was 80 percent. But I couldn’t handle it because that meant I had a 20 percent chance of dying as compared to other people. I asked that question too soon and I regretted it. It’s good to be thoughtful about this kind of death question to be sure you can handle the answer before you ask the question. I think it’s good to be kind to yourself.”


Dr. Betty Ferrell, a veteran of thirty years as an oncology nurse and a research scientist at the City of Hope National Medical Center near Los Angeles, California, says, “All women worry first and foremost about dying.”


6. What treatments will I need? When will I start them?


This is another way of saying, “How can I get rid of this awful thing growing inside my breast as fast as possible?”


Many survivors interviewed for this book suggested getting the simplest broad-brush explanation when you first learn about your breast cancer. Chances are, you probably won’t hear or understand much anyway at this point—unless you happen to be an oncologist.


An important follow-up question here is, “What happens if I choose to do nothing?” Rather than automatically assuming your best course is to attack this cancer immediately by cutting (surgery), burning (radiation therapy), or poisoning (chemotherapy), ask now what the likely outcomes are if you were to just let it go. You’ll never know unless you ask. Choosing to do nothing is one of your options, but it must be a conscious decision reached by you with your doctor, not a denial of your diagnosis, even though it’s only natural just to want to turn back the clock and pretend this diagnosis never happened.


7. How long do I have to make decisions about surgery and treatments?


You may be surprised to learn that you have more time than you think before you make decisions and start treatments. Of course, this depends on the type and stage of your cancer and the guidance you receive from your doctors.


Discovering that you have breast cancer is very upsetting. You have important decisions ahead of you, yet you are probably feeling overwhelmed and helpless. If you find yourself reeling from shock and information overload, it’s probably OK to take a little time to process it all. This is definitely better than making a hasty judgment of “Off with my breast!” Doing research on breast cancer is a positive and proactive way of dealing with your disease. Recruit your partner or loved ones as your research assistants so they can be helpful, too.


Most breast cancer cases aren’t that urgent, according to many sources such as the National Cancer Institute, the American Cancer Society, and Memorial Sloan-Kettering Cancer Center, a premier cancer facility in New York. You probably have time to learn about your disease and treatment options, as well as find a top oncologist, surgeon, and hospital. In most cases, decisions do not need to be made within a day or two of finding out you have cancer, and taking time to determine the best course of treatment will not affect the outcome of your disease.


Whatever you do, try to put away the terrible burden you feel from a sense of urgency. Confirm the amount of time you have to make a decision with your doctor now, and later with your cancer specialists too.


8. What are the names and contact details of the oncologists and breast surgeons who you recommend to your patients? Why do you recommend these doctors? How well do you know them personally?


Many doctors have a standard list of referrals to local specialists and surgeons, although these doctors may not be breast cancer specialists, which is what you should prefer. It’s very important to find out why your doctor is referring you to this other doctor and how well these doctors know each other. Then you’ll know how reliable this referral really is.




It was such a blow. I was only forty-eight years old. I remember feeling that the floor was caving in on me, that I had been hit with a huge boulder.


—SUSAN STAMBERG, AWARD-WINNING BROADCAST JOURNALIST FOR NATIONAL PUBLIC RADIO





If your doctor gives you several names and not much else, rephrase your question to be, “If your mother had just gotten a diagnosis of breast cancer, which doctor would you send her to first?”


9. Where do you recommend that I be treated? Why do you recommend this hospital or cancer center?


Often the decision about where you get treated will be driven by your choice of oncologist and/or surgeon. Or you can focus your search from the other direction, which is finding a top hospital or cancer center first and then a top doctor at this facility. Be sure to listen to your doctor’s reasoning behind his or her referral.


The worst reason is solely because it’s a convenient location. You want convenience, of course, but not if you have to sacrifice high quality standards or good success rates with treating breast cancer. You may also be eligible for a clinical trial at a particular center that is somewhat farther away.


10. How can I get more information about my breast cancer? Where can I find emotional, psychological, and spiritual support?


You’ll need two kinds of additional information: factual and supportive. Factual information includes objective descriptions of breast cancer types, stages, and treatments. Supportive information will help you meet your emotional, psychological, and spiritual needs as you face down this diagnosis.


For factual information, there is a huge number of very useful books and Web sites on breast cancer. Your family doctor or gynecologist may not know them all, but they can help you get started. Talk to your doctor about Web sites, books, and patient education materials to supplement your knowledge about breast cancer. Also see this book’s bibliography and the 10 Best Resources at the end of each chapter.




You don’t want to bombard the doctor with questions because he usually has a way of explaining things. But you want to have your questions in mind and be prepared in advance.


—DR. SUSAN LOVE, BREAST SURGEON AND AUTHOR OF THE BESTSELLER DR. SUSAN LOVE’S BREAST BOOK, NOW IN ITS FOURTH EDITION





For supportive information, there are often many community or Internet resources to help you. These include breast cancer support groups and trained specialists, such as nurses or oncology social workers, who are often available for counseling sessions free of charge at local hospitals or cancer centers.


The Magic Question


What is the most hopeful thing you can tell me about my diagnosis?


Most diagnoses are more hopeful than helpless. Breast cancer is no longer a death sentence. Millions of women live long, full, symptom-free, and productive lives after their diagnoses. We can now detect breast cancer at its earlier, most treatable stage, thanks to more women receiving routine mammograms and improved diagnostic equipment.


New research and breakthroughs are constantly improving treatments. Many researchers and cancer experts predict we aren’t far away from making discoveries that will lead to new drugs that can be targeted precisely and tailored to fit highly individualized treatment plans.


Ask your doctor for your good news. What’s the best outcome or longevity you’ve seen in cases like mine? It will help to put into perspective the bad news about your breast cancer. You deserve some good news today, too.


CONCLUSION


If the first stage of dealing with a diagnosis of breast cancer is shock and emotional distress, the next stage is to learn as much as you can about your options for getting well. The author, the Question Doctor, hopes that you’ll find the rest of this book to be a helpful guide and a faithful companion as you take charge of your life again and embark on your brave battle against your breast cancer.
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CHAPTER 2: THE 10 BEST QUESTIONS


to Find a Top Oncologist or Surgeon


Never go to a doctor whose office plants have died.


—Erma Bombeck,
American humorist


Most of us believe that our lives might one day depend on the right decision by a doctor, a belief we have about few other professionals. As you face the surprise and suddenness of a diagnosis of breast cancer, that “one day” is no longer abstract. You probably now feel an urgent need to find the right doctor—the one who will help you make the right decisions.


Before you can start getting the cancer care and treatments you need, one of the earliest and potentially scariest decisions you have to make is to find a top oncologist and a top breast surgeon. This may seem like a daunting task unless you happen to have a brother-in-law who is an oncologist or other personal connections.


When describing their worst experiences with doctors, patients often cite arrogance, dismissive attitudes, and “callousness,” rather than lack of technical expertise, Ohio State University researchers found in a 2006 study at the Mayo Clinic. So not only do you need a technically capable doctor, but also one with whom you can feel comfortable and who will treat you and your need for knowledge about your disease with respect.


Todd Tuttle, M.D., the chief of surgical oncology at the University of Minnesota, sees the important role of breast surgeons: “The surgeon is usually one of the first breast cancer treatment specialists a woman sees. It’s important to choose a surgeon that has good overall understanding of the treatment plan, not just the nuts and bolts of the surgery.”




THE QUESTION DOCTOR SAYS:


Be sure to tell your doctor at the beginning of your appointment that you have a list of questions. Ask the doctor when she prefers for you to ask your questions. This way you know her preference for timing and have guaranteed that enough time can be allotted for them. Be politely insistent about getting answers to your questions or have your accompanying loved one ask for you.





Dr. Jerome Groopman in his book How Doctors Think says that the best doctors have a relish for knowledge, insatiable curiosity, pride in their performance, and a “clear, clean joy in sharing with you his knowledge” about cancer. Cited among the worst attributes in a doctor are an unwillingness to listen (studies have found that many doctors interrupt patients as often as every twenty-three seconds), a cynical outlook, and the tendency to treat all patients the same (only do one kind of surgery, etc.) with a “cookie cutter” approach to medicine.


The 10 Best Questions in this chapter will help you with the important task of finding a top cancer team—including a medical oncologist who manages cancer treatments, a radiation oncologist who specializes in radiation therapy and a breast surgeon who performs surgery.


THE 10 BEST QUESTIONS
to Find a Top Oncologist or Surgeon



1. Are you board certified? What are your other medical credentials?


Board certification matters.


Board certification assures that the doctor has passed the board requirements for his specialty. In the United States, medical specialty certification is voluntary. Doctors receive their medical licenses after completing medical school and residency requirements. Be sure to tell your doctor at the beginning of your appointment that you have a list of questions. Ask the doctor when she prefers for you to ask your questions. This way you know her preference for timing and have guaranteed that enough time can be allotted for them. Be politely insistent about getting answers to your questions or have your accompanying loved one ask for you. But this only sets the minimum competency requirements to diagnose and treat patients and doesn’t mean a physician has trained in medical specialties like oncology.


Board certification, the gold standard, demonstrates a doctor’s exceptional expertise and his dedication to a rigorous, voluntary commitment to lifelong learning. This is especially important when treating breast cancer, because doctors need to stay current with the frequent and complex medical advances in the field. To maintain board certification, doctors must complete extensive specialty training and pass periodic exams to demonstrate their ongoing competency.


If you are checking on a surgeon, the American College of Surgeons recommends that you look for the following criteria: (1) board certification, (2) hospital or ambulatory center accreditation, and (3) fellowship in the American College of Surgeons. The initials FACS after a doctor’s name signifies that he has achieved this fellowship distinction in addition to board certification. Not all surgeons are accepted, while some choose not to become fellows.


State licensure is also very important. Your doctor or surgeon must hold a valid license to practice medicine for the state in which he treats you. Go to the American Medical Association’s Web site and click on your state for specific information about a doctor you are considering. Links to state boards can be found at www.amaassn.org/ama/pub/category/2645.html.


You also want to check on past disciplinary actions and malpractice suits against any doctor or surgeon you are considering. Getting this information is tougher because most doctors and medical associations don’t readily disclose unclean histories. Check out ChoiceTrust/HealthPulse, a comprehensive Web site on sanctions and disciplinary actions. This Web site charges a small fee for reports or a one-day pass at www.choicetrust.com. Other sources for checking on prior complaints or disciplinary actions can be found for free at Docboard.org (www.docboard.org) and Health Care Choices (www.healthcarechoices.org). Additional free services are available from Docinfo (www.docinfo.org) and Consumers’ Checkbook (www.checkbook.org).




THE QUESTION DOCTOR SAYS:


If you feel shy or intimidated about asking a potential doctor about credentials, ask his office staff, go to the doctor’s Web site or bio, or simply do your own search using this chapter. If you are satisfied about a doctor’s credentials, skip asking this question in person. But don’t skip this Best Question altogether just because it seems hard to ask. Dig into this doctor’s disciplinary history, too. You don’t want someone who has served jail time for malpractice holding a scalpel over you!





Also consider where this doctor or surgeon attended medical school, what year he graduated, where he did his residency, how many total years he has been practicing medicine. Often this information is available on a doctor’s Web site.


2. What is your experience with my type of breast cancer? How many breast cancer patients did you examine or operate on during the past twelve months?


Experience matters, too. The number of years of total medical practice is significant, along with the years of specialized practice a doctor has in treating breast cancer.


It’s very important to determine a doctor’s prior experience with your type of breast cancer. One way to determine a doctor’s specialized expertise is to ask this follow-up question: “What percentage of your practice is devoted to breast cancer treatment?” The higher the better. You also want to ask, “How many total times have you treated breast cancer?” (for an oncologist) or “How many total breast operations have you done?” (for a surgeon).


If you live in a rural community or have limited access to cancer care centers, doctors and surgeons will naturally have lower yearly numbers. If this situation applies to you, be sure to ask this Best Question as a percentage of a doctor’s total practice, like, “What percentage of your patients are breast cancer cases?” in addition to getting a total number.


If you are looking for a breast surgeon, you want one who has performed the same surgery that you need many times. Not only will this surgeon be more skillful and confident in the operating room, but she will also be more capable of handling any unforeseen emergencies with your surgery. There’s still a lot of truth in Benjamin Franklin’s observation, “Beware the young doctor and the old barber.” A good rule of thumb is to go with a surgeon who performs this surgery more than just once or twice a year. Ideally, your surgeon specializes in the surgery you need and has additional special training in breast cancer surgery.


A good bedside manner can be very comforting, but don’t choose a surgeon based on her personality alone. A surgeon’s personality should be the secondary—not the primary—consideration in making your choice. As Shawna C. Willey, M.D., a breast surgeon and the director of the Betty Lou Ourisman Breast Health Center at the Georgetown University Hospital in Washington, D.C., says, “A lot of physicians’ skills are judged on their personality. If you have to choose between a good heart and good hands, go with the good hands.”


3. May I speak to at least one of your patients to see how they made out in these same circumstances?


This Best Question comes from Dr. C. Everett Koop, the high-profile former U.S. Surgeon General in the 1980s. He believes it’s very important to follow through on patient referrals.


Asking for a referral is more common than you might think. The doctor, surgeon, or the office staff should be ready to offer you at least one name you can call. If not, this may either signal there’s something wrong or that the office staff is disorganized. Be sure to follow through with the call, too. Don’t procrastinate until it’s too late. When you call, it’s important to respect the other patient’s need for confidentiality.


4. Which hospitals are you affiliated with?


When you need an oncologist or surgeon and a hospital you have two basic choices. You can choose your doctor first and then go with whichever hospital or cancer care center where she has admitting or surgery privileges. This way you are focused on the person and her medical skills.


Or you can choose the hospital or cancer care center first, and then find a top doctor there. In this scenario you are focused first on the facility’s expertise or reputation and then the doctor’s skills. Many cancer experts stress the importance of going to a comprehensive cancer center if you have this option, but there’s no one right approach for every woman with breast cancer. Either way, you want to ask this follow-up question: “What is the accreditation status of this medical facility?”


5. Are you affiliated with any medical schools?


A teaching affiliation with a prestigious medical school is the gold standard when looking for a top oncologist or surgeon. This affiliation is a fairly reliable indicator that this doctor is considered a leader in the cancer field by his peers.


Academic doctors who also practice medicine are likely to be the most well informed about the latest therapies and advances in breast cancer diagnosis and treatment. Not only are they reading medical journals—and writing for them—but they are probably also learning through contacts with their professional colleagues.



6. Are you involved with any ongoing cancer research projects or clinical trials?


Experts suggest it’s a good idea to look for doctors who have written about breast cancer and whose work is often cited in professional medical journals.


If a doctor you are considering has done research and been published, ask for copies of those articles. Even if you can’t understand most of the jargon or find the articles boring, you can learn a lot about this doctor’s interests and approach to treating breast cancer.


Go to PubMed Central (www.pubmedcentral.nih.gov) for a free archive of journal abstracts. Search by the doctor’s name. Sometimes the comprehensive cancer center where this doctor works will be cited instead of the individual doctor. Some doctors list their pub-lications with their bios or offer copies to patients as a standard practice.


7. Are you part of a tumor board or a cancer center that holds regular meetings to discuss patients’ cases and treatments?


Several doctors interviewed for this book emphasized how important the behind-the-scenes work of a tumor board (sometimes called a “tumor team”) is for ensuring quality patient care, accurate diagnoses, and effective treatment plans.


This multidisciplinary team typically is composed of cancer experts such as the facility’s medical oncologists, radiation oncologists, surgeons, pathologists, mammographers, oncology nurses, and assistants. This team has regular tumor board meetings to discuss the details of recent patient cancer diagnoses and treatment plans. The reason this matters to you is because more heads are better than one in figuring out your breast cancer’s “personality,” as well as the best course of treatment for fighting it. As J. B. Askew, Jr., M.D., an experienced pathologist in Houston, Texas, explains, “Pretreatment conferences work by helping everyone who is tak-ing care of a patient to be on the same page . . . This is an extremely powerful way for treatment to begin for a woman with breast cancer.”


8. How will you help to involve my family and loved ones in my care decisions? Do you offer support services and more information about breast cancer?


Most women put a lot of value into how attuned a doctor or surgeon is to keeping her partner, family, and other loved ones well informed and involved over time. The doctor’s answer to this question will give you a lot of practical information, as well as insights into how patient centered this doctor is. Ideally, you want a doctor who really considers you a whole person and understands that your needs go beyond just physically getting well.


If you have choices, consider going to an oncologist or cancer center that offers support services such as a nurse navigator (a specialized nurse with training to help cancer patients) or a trained oncology nurse. As you progress on your cancer journey, you’ll have many different needs—including emotional, spiritual, sexual, and healthy lifestyle needs—that can be helped by someone with specialized training. Because it’s their job, these specialists are often more readily available, can spend time with you, and may be easier to approach on some highly personal topics, especially with your male doctors.


9. Please describe your preferences for communicating with your patients.


Communication obstacles rank high on most patients’ lists of complaints. Communication breakdowns or confusion are additional stressors that you don’t need right now with a new diagnosis of breast cancer—and a new doctor.


One of your doctor’s roles is to be a good communicator and explain complex concepts in simple words and images so you can understand what’s happening and what your choices are. A key role for many medical oncologists is to play “quarterback” and coordinator for your entire medical team, acting as the focal point for communications among your other specialists.


Be sure that your doctor also addresses how she will communicate with you if unanticipated problems come up during your treatment or surgery. Find out if this doctor will take your phone calls or answer e-mails. If so, will you be charged? When’s the best time to reach the doctor? In talking with this doctor prior to treatment or surgery, you’ll also be able to judge how well the two of you are able to communicate and if you naturally click.


10. Who covers for you when you’re on vacation or aren’t available?


This is another question that most patients don’t think to ask until they can’t reach their doctor when they need to. Dr. Willey observes, “It’s really the whole experience that matters.”


You want to be sure you understand how your doctor can be reached after hours and on weekends, as well as the office’s policies and practices concerning partners. For example, you might like your regular doctor but not one of her partners. Sometimes after you arrive for your office appointment, you discover that you’ll be seeing the partner instead of your regular doctor. This can be annoying and disruptive, especially with your medical oncologist, whom you’ll see for a more extended time than your surgeon or other medical specialists.


“You need to know how to contact your doctor. By knowing how to gain access, it can help you regain a sense of control,” says author Dr. Marisa C. Weiss, oncologist and the founder of the popular Web site breastcancer.org.




THREE MORE BEST QUESTIONS FOR SURGEONS


Because a surgeon’s skills are uniquely critical to your recovery from breast cancer, here are more Best Questions to ask a prospective surgeon:


1. If I have excessive pain from my surgery, how will you deal with it? Melissa Craft, Ph.D., R.N., an advanced oncology nurse in Edmond, Oklahoma, says, “One thing that I’ve seen is that the surgeons who aren’t the best don’t have as much concept that things hurt.”


2. How do you do sentinel node biopsies? The sentinel lymph node is the first lymph node to which cancer is likely to spread from the primary tumor. Cancer cells may appear in the sentinel node before spreading to other lymph nodes. A sentinel lymph node biopsy is a procedure in which the sentinel lymph node is removed and examined under a microscope to determine whether cancer cells are present.
     Breast surgeon Dr. Shawna C. Willey thinks this is an important question that most patients don’t know to ask. “Patients should ask what technique is being used because not all sentinel node biopsies are created equal.”


3. For sentinel node biopsies: What is your false negative rate? Dr. Susan Love explains in Dr. Susan Love’s Breast Book that a high number of false negatives means the surgeon has repeatedly misidentified the sentinel node. She suggests finding another surgeon if this one balks at this question, is inexperienced with this procedure, or has a high false negative rate.





The Magic Question


What is the most recent thing you learned about breast cancer?


The best answer to this question is not so much what the doctor says but how easily the response rolls off his tongue.


If the doctor is truly an excellent oncologist or surgeon who does enough breast work, he’ll be able to tell you something like, “Well, I read an article last week” or “I went to a conference last month.” But if the doctor is groping for an answer, that means he doesn’t do enough investigation for himself to really know what your best choices for breast cancer care are. Dr. Todd Tuttle comments, “Because breast cancer research changes so quickly, it’s very hard for a surgeon that devotes only a small portion of his practice to breast cancer to be able to keep up with the latest developments, which are literally coming every week.”


CONCLUSION


If a prospective doctor obviously enjoys—passionately enjoys—the practice of medicine, shows evidence of following the new developments, obviously thinks hard about you and your problems, asks questions of you, shows a real interest in your answers, and meets the requirements for board certification and experience, you probably have a good doctor.

OEBPS/images/pub.jpg
FIRESIDE BOOR
PUBLISHED BY SIMON & SCHUSTER
TS

e et S e





OEBPS/styles/page-template.xpgt
 

   

     
       
    

     
	 
    

     
	 
	 
    

     
	 
    

     
	 
	 
    

     
         
             
             
             
             
             
        
    

  

   
     
  





OEBPS/images/logo.jpg






OEBPS/images/9781416560845.jpg
The 10 Best

for Suroiwing
Breast Cancer

The Script You Need
to Take Control of Your Health

DepeE BoNxNERr., Pu.D.

Foreworp By Dr. Marisa C. Weiss

A FIRESIDE BOOK
PUBLISHED BY 2IMON & SCHUATER
NEW YORK LONDON TORONTO SYDNEY








