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FOREWORD

I’m a breast cancer surgeon. Every day, I see women who have recently heard the unhappy news that they have breast cancer. When they come to me, they’re frightened about their future and have many questions, such as: Will they make it through the treatment process and how arduous will it be? Will they live to see their children grow up? Will they be able to enjoy the retirement plans they’d always dreamed about?

They’re worried about the present, too. From dealing with health insurance to managing finances to holding on to their jobs and shuttling the kids to soccer practice—if life seemed impossibly hectic before, those four little words, “You have breast cancer,” have made it seem simply impossible.

Often they are overwhelmed by the diagnosis and concerned about understanding enough to make the right decisions about treatment. All around them, family and friends are dispensing advice about the best doctors, the most up-to-date treatments, and the latest news about breast cancer research. I explain to them that it is important to understand that not everyone’s breast cancer is the same, and the advice they may be receiving may not be pertinent to their diagnosis.

My first words of advice to the women who come to my office: Take a deep breath. And then take it one step at a time.

That’s the advice I offer to you, too. I don’t promise this will be easy, but with the information in this book, you’ll learn how to manage your breast cancer journey with confidence and grace.

This book will help to answer many of the questions you already have, now that you have been told you have breast cancer. It’s a primer on breast cancer—what it is, how it’s diagnosed, how it’s treated, how to live with it, and how to move on afterward. It will help you assemble the right medical team and work with them to choose the best treatment plan. It will discuss strategies to eat healthfully to rebuild your health and exercises to help rebuild your strength and stamina. It will give you a heads-up on important questions to ask your doctors, coping strategies for dealing with anxiety and stress, and tips on sharing the news with your family, friends, and coworkers. You’ll even learn about complementary treatments that may be used to relieve some of the side effects you may experience. And you’ll be inspired by the stories of women like you who have walked a path very much like yours.

As you begin your journey, I wish you health and healing, the love and support of the people you care about, and unexpected moments of joy. Knowledge really is power, and the information you’ll find in the pages ahead can go a long way toward calming your fears, helping you make good decisions, and smoothing the road ahead.

—Dr. Mary L. Gemignani, breast cancer surgeon,

Memorial Sloan-Kettering Cancer Center
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PART ONE

DEALING with the NEWS

Either you or someone you care deeply about has just been diagnosed with breast cancer. We know you’re sad, concerned, and scared about the future. Questions are probably popping up about where to go, whom to talk to, and what to do next. And you may feel confused and frustrated because you don’t have any idea where to turn for the answers.

The four chapters in Part One show you ways to begin dealing practically and creatively with your feelings, diagnosis, and prognosis; to help you assemble the best medical team you can; and to communicate effectively with your family, friends, neighbors, and coworkers.


“A journey of a thousand miles begins with a single step.”

—LAO TZU

CHAPTER 1

COMING TO TERMS WITH BREAST CANCER

What happened when your doctor said, “I’m sorry to tell you that you have breast cancer”? Like so many of the women diagnosed with breast cancer each year, you probably experienced shock, denial, anger, fear, and sorrow. And in the days and weeks that followed, you most likely spent time pondering your diagnosis and, at the same time, trying to banish your worst fears. During those moments, you may have felt bewildered and frustrated as breast cancer began turning your life inside out. Chances are you started to ask some difficult questions, including a pesky, unanswerable one: “Why me?”

You undoubtedly also started searching for answers on the Internet, from friends, from magazine articles, and from books and probably discovered quite a bit to read. The Internet, in particular, can be especially overwhelming. One Google search for “breast cancer” can produce a whopping 550 million results in less than 30 seconds, not all of which are reliable.

There are two sets of statistics you’ve probably come across—or will—that you need to know about now.


	You are not alone. Breast cancer is the most common of all women’s cancers, with the exception of skin cancer. It accounts for one in three cancers diagnosed in women. This year alone, almost one in eight women of all ages will develop an invasive form of breast cancer.1 (Men are diagnosed with breast cancer, too, although it’s 100 times less common in men than in women. In July 2013, the American Cancer Society predicted that about 2,240 new cases of invasive breast cancer will be diagnosed among men.2)

	Breast cancer is not a death sentence. Since 1991, death rates from breast cancer have declined. In fact, breast cancer has the highest survival rate of all cancers affecting women today.3 There are more than 2.9 million women survivors of invasive breast cancer in the United States as of January 1, 2012.4



As you move through your journey, you’ll be inundated with information from your own searches and from the doctors and other experts you’ll be interacting with on a daily basis. You’ll also, no doubt, be receiving advice and information from well-meaning family, friends, coworkers, and other acquaintances. Deciphering all this (and figuring out what makes sense for you) is where this essential Prevention guide comes in. In the pages that follow, you’ll find information about breast cancer that’s trustworthy and all in one place. It comes from knowledgeable sources: our lead doctor, top-notch research institutions and medical journals, and respected breast cancer organizations. We’ve also defined the medical language that you’ll be hearing throughout your treatment and recovery to make it user-friendly and to reduce some of the stress and anxiety you’re probably feeling. And wherever possible, we’ve included healing wisdom that you can take with you on your journey from diagnosis to recovery.

WHAT DOES BREAST CANCER MEAN TO YOU?

Longtime survivors say they’re encouraged by efforts worldwide to find a cure and by the long-term survival statistics. But they also report that when they received the news that they had breast cancer, the numbers took on new meaning: “I know what my diagnosis says,” so many women told us. “It says I have breast cancer. I know what the statistics are—that I have more of a chance of surviving this disease than ever before. But what does breast cancer really mean for me?”


a look at the numbers

As of January 2012, it was estimated that more than 2.9 million women were living in the United States with a history of invasive breast cancer and an additional 226,870 women who would be diagnosed that year. The median age of those learning they had invasive breast cancer was 61.5



There is no simple answer to this question. Consider just a few of the countless meanings of breast cancer that may come to mind. First, there are the technical meanings in medical dictionaries. These are straight forward, and that’s good, because your doctors need precise definitions in order to understand your case and plan your treatment. You want members of your medical team to be clear with you and with each other about the meanings of tumors, the stages of cancer, lesions, metastasis or the development of secondary malignant growths, and so on.

But there are many other meanings of breast cancer in terms of how it affects you emotionally, physically, socially, and financially. These meanings first show up in the form of questions such as: What quality of life will I have? Will my family and friends be there to help me? Will I have to give up my job? Will I still be lovable? Why does this scare me so much? What will happen to my family/my children if I die?

These are the toughest questions, and they don’t have concrete answers. Even if you seek help and advice from others, only you will be able to answer them. So remember, although your desire for immediate answers is understandable, try to be patient. In the end, surprising answers will come your way when you least expect them. Some will spontaneously show up when you’re pondering them alone in the middle of the night or while you’re talking to someone about something else. And others will only come through experience and by riding out your new learning curve.


PERSONAL PRACTICE

start a journal

One of the best things about keeping a journal is that you can express yourself vividly and honestly. In one study about journaling, early breast cancer patients wrote about their illness, breast cancer trauma, and facts related to breast cancer for 20 minutes a day over 4 days. The study concluded that the practice significantly improved quality-of-life outcomes. The researchers recommended using journaling for early breast cancer patients because it’s practical and easy.6

GETTING STARTED

Journals can be anything you want them to be. You can buy a special blank book or a lined notebook with a cover that grabs your attention. Or you can journal on your computer—by just writing up documents and attaching pictures or by using a journaling app like:

Capture 365 Journal PRO by Sockii (for iPhone and iPad; http://capture365journal.com/). Keeps track of your journal entries and photos in a calendar-like format.

Day One by Bloom Built (for Mac computers, iPhone, and iPad; dayoneapp.com). Allows you to include text, pictures, locations, routines, medicine you are taking/took—and so much more—to visually catalog your entire journey from diagnosis through recovery.

Diaro Personal Diary by Pixel Crater (for Android and Mac; diaroapp.com). Keep a journal of your experiences—and sync across all devices you use. This app also has a search option to help you find previous entries based on key words you used.

Private DIARY (for Android; privatediaryonline.com developed by Mihalich DS Group). This password-protected daily journal allows you to keep track of events, emotions, and pictures throughout your journey. There’s also a free version.

Besides traditional ways of journaling, you may want to go public with your reflections. You can blog online or have a dedicated Facebook page about living with breast cancer. Many women enjoy using art materials to express themselves. One woman did a musical journal online. Daily she listened to one piece of music that expressed her feelings about her breast cancer, then made a journal entry about what the music “said” to her. Scrapbooking is another popular way of journaling.

When it comes to keeping a journal, anything goes!

Don’t get anxious about the days you don’t feel like writing. This practice shouldn’t be a source of stress in your life, but just one way to record your thoughts, questions, and emotions throughout your healing journey. And remember: Unless you decide to share it, no one has to read the journal but you.



FINDING WAYS TO TALK ABOUT YOUR BREAST CANCER

Early on, many women don’t talk about the medical side of their breast cancer. Instead they use symbolic words to express and explore what they feel is happening to them physically, emotionally, and spiritually. They find that words borrowed from things like novels, nature, and video games help them “see” what they feel.

Susan Carter is a licensed professional clinical counselor who works with breast cancer patients at the University of Toledo Medical Center Eleanor N. Dana Cancer Center in Ohio. When asked about the words her clients use to describe their breast cancer, Carter reported that an older woman called her tumor “a squatter” that took up residence in her breast. “And who or what gave it the right to do that?” the woman demanded. Another woman named her cancer Kudzu, Carter added, because it was like the rapidly spreading vine that grew fast and took root in places it wasn’t supposed to. One young patient kept calling hers Frank. When asked why, she replied, “Frankly, my breast cancer doesn’t give a damn about me. So I call it Frank and keep reminding him that his days are numbered.” One woman even used the word iceberg. “I found my lump myself,” she explained. “It was like a tiny piece of an iceberg near the surface. Little did I know how much stuff was hidden below.”7

Many women with breast cancer recall powerful images that struck them once they started talking about their breast cancer. Of course, it’s no surprise that some women used unrestrained profanity when their doctor said breast cancer. “It added some good color to our conversation,” said one survivor. “Of course, the doctor also said sympathetically that I wasn’t the first one to react that way.”8

How you describe your illness is up to you. You may not feel comfortable calling it a name other than what it is—“breast cancer” or “my breast cancer”—and that’s perfectly okay. What matters is that you become comfortable talking about it, as this will come in handy in the chapter on telling others, on this page.

POINTS TO PONDER

Begin thinking about how breast cancer might affect your quality of life in the future. Here are some tips.

Don’t Spend Energy Wondering If You’ll Be a Survivor Someday

Instead, try saying “I am a survivor” out loud, or just picture these words in your mind’s eye. Now believe and embrace them wholeheartedly. If you still feel doubtful, consider these other ways of describing the word survive: to continue, endure, live, persist, carry on, and go on. In other words, in their own way, each of these words already describes the most important survivor in the world—you.

Why Do This?

You need to focus on the positive right now. Researchers have found that optimism and positive thinking can lower rates of depression, lower levels of distress, increase feelings of well-being, and allow you to cope better with stressful situations. This in turn can reduce the harmful effects of stress on your body, which is important to your healing.

Don’t Try to Push Your Breast Cancer Out of Your Mind

There will be so many times you’ll want to forget about your illness. That’s completely normal. But we do recommend that you be aware of the ways that you are either dealing with it or choosing not to. So try not to permanently store your thoughts and feelings about your diagnosis in a locked box or a dark corner. Find ways to express (and respect) your feelings by joining a support group, journaling, or even volunteering for a breast cancer cause.

Why Do This?

Coming to grips with the news that you have breast cancer is not a onetime thing. Getting the news is just your first step as a survivor. But processing the impact of your diagnosis on your life takes lots of time—days, weeks, months, and even years—which is why understanding how you want to deal with it now could impact the course of your entire journey.

Accept That There Will Be Steps on Your Journey Only You Can Take

Breast cancer can feel lonely and isolating at times, particularly during surgery, chemotherapy, and radiation. This might make it seem hard to move forward. But know that you will never travel the entire length of your healing path alone. You have your medical team, your spouse or partner, your family, friends, coworkers, neighbors, and even other survivors who will be helping you and encouraging you every step of the way.

Why Do This?

Loneliness is isolating and can lead to feelings of sadness and depression, which can negatively affect your healing. Understanding up front that there will be isolating times during your journey can help you to anticipate them and better cope with them. But knowing, too, that you have a community of supporters whom you can reach out to is comforting as well.
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step back before moving forward

As you read this, stop for a moment and flip back to the Contents pages. Consider that your user-friendly road map, and refer to it as necessary while you go through every part of your healing journey. Take a few minutes to let your eyes scan the chapter titles and point you wherever you want, or need, to go right now. Maybe you’ll continue in this chapter, but if not, that’s perfectly okay. You may find yourself going to Chapter 4, where you’ll learn how to break your news to others. Or you might wind up in a different section altogether. Wherever you find yourself going, trust your reasons for being there. We want you to become engaged with the information you’re reading and not race through it. Remember: You can always double back to this chapter or any others as needed.



CREATING A CARING CIRCLE

Your medical team will be among your most constant companions now and in the future. In Chapter 3, you’ll learn how to surround yourself with the most dedicated and skillful experts available to you. Of course, you know other core groups of caring people who may want invitations to join your team and help you reach your goalpost, too. This includes your spouse or partner; your family, relatives, neighbors, friends, coworkers; and members of breast cancer organizations, faith communities, and social organizations. Likewise, support groups, therapists, complementary healing practitioners, and, without a doubt, other survivors will be there for you as well. Never forget that these other survivors are some of your most caring comrades, wise mentors, cheerleading role models, fierce fund-raisers, and sisters and brothers in “the cause,” because each of them has walked many, many miles in shoes like yours.

And finally, remember to take this Prevention guide along with you, too. See it as a constant companion that’s always ready to offer you:


	Solid medical and scientific information about breast cancer that comes from leading experts in all related fields

	User-friendly definitions and explanations of the different types of breast cancer and the most current procedures, treatments, therapies, clinical trials, and other protocols being used

	Words of practical wisdom from breast cancer researchers, physicians, and other specialists in pursuit of cutting-edge treatments and a cure

	Road maps to navigate a mountain of information about the causes of your illness, treatments, finances, emotions, health insurance, patient’s rights, and obligations to yourself and others

	Clear answers to wide-ranging and baffling questions you may struggle with

	Profiles in courage and reflections on everyday survivorship skills from women who once felt as you do now

	Information about lifestyle factors that can help improve your quality of life and minimize the risk of a recurrence

	Updates about safe complementary/alternative medicine, backed by research and recommended to alleviate symptoms and side effects and help heal your body, ease your mind, and uplift your spirits

	Suggestions, tools, and resources to assess nutritional needs and bolster your diet during treatments, plus ways to incorporate dietary modifications and delicious recipes into your daily life

	Tips to understand the benefits of exercise while you’re a patient and ways to use exercise to fortify your physical and psychological wellbeing

	Steps that relatives—mothers, daughters, sisters, aunts, and cousins—can take to prevent breast cancer or detect it early

	Advice on how to live life to the fullest in the present moment and plan for the future




SURVIVOR STORIES

Channeling Hope

Amanda Mercer was in peak physical condition in the winter of 2012. A former collegiate swimmer, the then 43-year-old attorney had been training for nearly 2 years to swim across the English Channel and back later that summer. She was part of a relay team of six determined women who’d set out to not only break the world record but also to raise money for ALS (amyotrophic lateral sclerosis, also known as Lou Gehrig’s disease) research.

She felt a lump in her breast, and tests revealed that she had stage II malignant ductal carcinoma. “It’s a crushing thing to hear you have cancer,” she says. “But I was most upset about possibly not being able to do this swim.”

She underwent a lumpectomy, 16 weeks of chemotherapy, and 6 weeks of daily radiation. And swimming the English Channel? That happened 16 days after her final chemo infusion. “I’m a goal-oriented person,” she says, “so having something else to focus on helped me get through the low points of treatment.”

The women broke the world record, finishing in 18 hours 55 minutes. The film Swimming Towards a Cure: A Documentary about Raising Hope details their efforts to raise awareness for ALS.

After the swim, Amanda began her daily radiation therapy and set about rebuilding her life postcancer, posttraining, and then coping with surgery to treat a brain aneurysm.

One year later, Amanda is back to her normal life again. She’s set aside her law practice for the time being and is working on a book about her recent experiences.


She’d like women who’ve been diagnosed to know . . . it’s going to be hard, but you will make it through. Find something else to focus on—don’t make your life all about your cancer.

Breast cancer is . . . beatable.

Tomorrow will . . . be better.






“Nothing in life is to be feared. It is only to be understood.”

—MARIE CURIE

CHAPTER 2

DEALING WITH DIAGNOSIS AND PROGNOSIS

di • ag • no • sis (noun) [image: ]


	The identifying of an illness, such as cancer, in a patient through physical examination, medical tests, or other procedures

	The identifying of the nature or cause of something, especially a problem or fault

	A decision or conclusion reached by medical or other circumstances



That’s what the dictionary has to say about diagnosis. Here’s what goes into understanding what a breast cancer diagnosis means to you medically and personally.

THE TESTS

According to the Centers for Disease Control and Prevention, there are multiple steps in the diagnosis of breast cancer. Most fall within four categories, and a positive cancer diagnosis may be made at any one of the steps.1

Breast exams can be done by you at home or by a health practitioner. Self-exams can find palpable tumors, but they’re not effective for finding early lesions (pathologic changes in the tissue). Clinical exams are often part of routine gynecological checkups, and they sometimes uncover palpable tumors.

Screening imaging (mammogram) is done when a patient has neither symptoms nor palpable lumps. A mammogram finds tumors before they’re palpable and still easily treatable. A radiologist’s report uses phases to indicate that there is a worrisome lesion. For example, the words “suspicious for malignancy,” “suspicious for tumor,” “suspicious findings,” “suspicious nodes,” or “suspicious mass” mean that you will proceed from your screening mammogram to further diagnostic evaluation.

Diagnostic imaging is used when cancer may be present and for further evaluation of findings on your screening mammograms. They are done for women with symptoms, a history of breast masses, and/or abnormal results from a mammogram. Diagnostic imaging helps to differentiate benign lesions from malignant ones. Here are some examples of diagnostic imaging:2


	Diagnostic mammograms are more thorough than screening mammograms and may include multiple additional pictures of the breast. A radiologist will report his interpretation of your findings by using a BI-RADS score, which runs on a scale from 0 to 5:
0: Additional testing is necessary.

1–2: Nothing suspicious was found.

3: There is a less than 2 percent chance that you have cancer, but you will need to follow up with another mammogram in 6 months.

4: With a BI-RADS score of 4, the radiologist can’t ascertain that what he sees is benign and will request a biopsy to be sure.

5: This is almost certainly cancer, highly suspicious, and a biopsy is necessary.


	Ultrasound is usually used after a screening mammogram shows a mass, or if breast tissue is dense and obscures the mammogram, to help determine if it is solid or cystic (liquid filled).

	MRI, or magnetic resonance imaging, uses radio waves and a powerful magnet linked to a computer to create detailed pictures of the breasts. It can be used as a screening tool in women who are considered high risk for developing breast cancer.

	Bone scans require injecting a radioactive agent to detect whether cancer has spread to bone tissue.

	PET (positron-emission tomography) scans light up areas of metabolic activity. Breast cancers are more active than the benign tissue and produce strongly lighted areas.



Biopsies. When you are sent for a breast biopsy, it does not always mean your doctor knows you have cancer. A biopsy is an effective way of diagnosing the cancer but is also helpful in knowing which lesions can be left alone. There are a few types of biopsies.


	Fine-needle aspiration can be performed if you have a lump in your breast. This is performed by your doctor, utilizing a needle and syringe (like when you have blood drawn), and a few of the cells are suctioned out of the lump for examination.

	Core-needle biopsy requires a hollow needle to extract small pieces of breast tissue. A stereotactic core-needle biopsy uses x-rays and a computer to determine where the needle will be placed. A vacuum-assisted core biopsy is guided by ultrasound or MRI and can take more tissue for testing than a standard core biopsy.3



You can read more about these procedures on this page.

THE PATHOLOGY REPORT

Once the tests your doctor ordered are complete, several factors determine whether or not you get the “good” news you’ve been hoping for. It all gets under way in the pathology lab. Pathologists are physicians who identify diseases by studying cells and tissues. After you have your tests and a biopsy, the specimens are sent to a laboratory where a pathologist examines them under a microscope. Afterward, the pathologist writes up the findings in your pathology report. It includes information about your general health, descriptions of how your cells look under the microscope, and your diagnosis. The report is sent to the surgeon who performed the biopsy or to an oncologist who ordered the tests. This doctor then reviews your pathology report, along with other information about your health and medical history, to consider options for your treatment and prognosis. We’ll discuss what goes into a prognosis beginning on this page.

Unless you feel that you need to discuss something in your report with the pathologist, you probably won’t talk to her.

THE WAIT

You already know that diagnostic tests and procedures set off alarm bells: “Do I?” or “Don’t I?” Whenever we have important and urgent medical tests, it’s difficult for most of us to get through the troublesome waiting period to learn the results. Some women call whatever news they get their “verdict” because it feels like they’ve been waiting for a jury to make a decision. Here’s what one survivor journaled about waiting: “Getting my results has become a game I now call ‘hurry up and wait.’ Hurry up to get this test or that test done ASAP. Then wait for what feels like an eternity for the results.”

Have you already finished playing that game? Or are you still playing it? Most patients find that when it comes to getting a breast cancer diagnosis and then going through their treatment, they don’t play it just once but several times.

As annoying and frightening as the waiting game can be, it’s also a time when all undiagnosed patients hope that they will be one of the people beating the odds. It’s also when they experience and learn about their doubts and many of their deepest fears in new ways. If you’re still waiting or have just gotten your diagnosis, try to be aware of all your hopes, fears, and doubts by acknowledging them. Try using your journal as a helpmate that can give voice to each of them. Think of it as a trusted friend who’s giving you a precious gift at a most distressing time—the gift of listening and never judging anything you have to say.
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asking for information

Your doctor may call you personally to give you information about your pathology report and then have a nurse schedule an appointment to discuss it further. If he is not straightforward and you want to know for sure whether or not you have breast cancer, never be too scared, shy, or polite to ask for more details. If you don’t ask and later feel unsettled, give yourself permission to call back and ask to speak to the doctor. If the doctor isn’t available, leave times that you are available for a return call.



THE APPOINTMENT

If you’re still waiting for your test results as you read this, make sure that you take someone you trust with you to your appointment. It’s always helpful to have a caring hand to hold and an extra set of ears to rely upon if you receive disappointing and frightening news. Not only can this person write down what the doctor says, she can ask additional questions that may be in your best interest. You may also want to plan ahead to record your conversation, but be sure to ask permission beforehand because some cancer centers have a policy about recordings.

The following are sample questions that patients ask their doctors when they get their diagnosis. The information comes from renowned breast cancer organizations that support and advocate for the cause. If you feel that it’s premature to ask any of them at this appointment—or maybe you’re not emotionally ready to hear certain answers—that’s okay. When you are ready to learn the answers to these questions, you can refer to them in this book and call your doctor’s office to discuss them.

What kind of breast cancer do I have?


	Is it invasive or noninvasive?

	How advanced is it?

	Do you know if it is aggressive?

	What is the size of the tumor?



What surgery is recommended for my cancer?


	A lumpectomy (surgery that removes the tumor and a small amount of normal tissue around it)?

	A mastectomy to remove part or all of my breast?

	A sentinel node biopsy to determine if my cancer has spread? A sentinel lymph node is the first lymph node(s) to which cancer cells are most likely to spread from a primary tumor.4



Will I need tests before my surgery to see if the cancer has spread to any other organs, such as my liver, lungs, or bones?


	When and where will the tests be done?

	How soon will I get the results?



After my surgery, will I need radiation or chemotherapy—or both?


	When do these treatments get started and for how long?



What are the chances that my cancer will come back or that I’ll develop another type of cancer?

Where can I find a support group?

YOUR PROGNOSIS

prog • no • sis (noun) [image: ]


	The likely outcome or course of a disease; the chance of recovery or recurrence

	Forecast; prognostication



stage (noun) [image: ]


	The classification of the severity of a disease on the basis of established symptomatic criteria to plan treatment and assess prognosis



grade (noun) [image: ]


	A degree of severity of a disease, such as breast cancer, or an abnormal condition, determined by assessing the structure and growth pattern of cells, to determine how quickly the disease/condition is likely to grow and spread5



What Exactly Is It?

During the appointment with the doctor who gives you your diagnosis, you’ll also have the opportunity to receive your prognosis. According to the National Cancer Institute (NCI) at the National Institutes of Health, lots of information is factored into a prognosis. But most important to you will be the type and location of your cancer, the stage of the disease, and the cancer’s grade. You’ll also learn about your treatment options and any additional health problems you may have that could affect the course of the disease or its treatment.

When estimating your prognosis, your doctor will use statistics. These are numerical data that are collected, organized, analyzed, interpreted, and then presented. Breast cancer statistics are not personal guesstimates, but rather, they are conclusions about patients that are gathered over a period of time.

However, it’s important to remember that your case is unique. You’re not merely a statistic, stage, or type. So your doctors can’t estimate with absolute certainty what course your breast cancer will take. Additionally, they can’t be conclusive about your outcome, either. Throughout your treatment, your body, mind, and spirit will influence how you navigate your particular road to healing. So if you don’t have your prognosis yet—and are still trying to decide whether or not you want it—seriously consider your reasons both for and against getting it.

First, keep in mind some encouraging news. Today, numerous statistics conclude there are more breast cancer treatments and higher cure rates than ever before. Add to that the fact that the numbers of women who die from breast cancer are declining.

Deciding in favor of getting your prognosis will satisfy your curiosity about the outlook for your type and stage of cancer, which in turn can help you to better cope and make plans for yourself and others. This can be especially empowering at a time when so many important aspects of your life feel as though they’re spinning out of control.

Or you may be one of the many women who decide they’re better off without this information. Ira R. Byock, MD, director of palliative medicine at Dartmouth-Hitchcock Medical Center in Lebanon, New Hampshire, and a member of Cancer. Net’s Psychosocial Oncology Advisory Panel, puts it this way:

Not everyone wants to know their chances of being cured or how long they can expect to live. Some people feel that knowing their prognosis is depressing or bad luck. In some cultures, people believe that talking about dying is unwise and can sometimes cause a person to die. In fact, many of us have some tendency to feel that talking about dying can somehow invite misfortune. We shush our ill mother or father if they bring up the possibility that they might not get better—“Don’t talk like that!” we say, as if talking about it will make it come true.

It is okay not to want to know your prognosis, but living with cancer certainly highlights the fact that life is precious and that every one of us will die one day.6

Does that describe your attitude? Then the option of immediately having access to details about the future can be frightening rather than helpful. So instead of taking the risk of feeling more vulnerable or fearing that negative feelings could lead to depression or a self-fulfilling prophecy, you might opt to put your prognosis on a shelf for the time being—or forever.

Elizabeth Glasson, a blogger and author of A Glass Half Full: A Breast Cancer Blog Revisited, was one of those patients. In 2007, she was diagnosed with a grade 3, stage III tumor in her left breast. In a brief statement about why she didn’t want her prognosis, she wrote: “Every case is entirely different and treatment is tailored to the individual. All I know is that statistically I’d be happier not having it than having it—but other than that—the future seems to me to lie between a hearty combination of faith, medicine, and most of all, luck.”7

Whether you get your prognosis or not, whatever the report says is always open to the most important interpretation in the world—yours. If you see that information as a “glass half full” that motivates you, go for it. But if you choose not to get your prognosis, it will be important for you (or someone you bring with you to your appointment) to inform your doctor and members of your medical team not to give it to you. You can always change your mind later. Most doctors will accommodate your wishes and focus on giving you the information you want, when you want it.

BASIC SURVIVAL SKILLS

Remember: You’re a survivor right from day one. To get a better understanding of what that means, let’s consider what the American Cancer Society has to say.

sur • viv • al (noun) [image: ]

There are at least three distinct phases associated with cancer survival, including the time from diagnosis to the end of initial treatment, the transition from treatment to extended survival, and long-term survival. In practice, however, the concept of survivorship is often associated with the period after active treatment ends. It encompasses a range of cancer experiences and trajectories, including:


	Living cancer-free for the remainder of life

	Living cancer-free for many years but experiencing one or more serious, late complications of treatment

	Living cancer-free for many years, but dying after a late recurrence

	Living cancer-free after the first cancer is treated, but developing a second cancer

	Living with intermittent periods of active disease requiring treatment

	Living with cancer continuously without a disease-free period8



Naturally, even though you’re already a survivor, it can be upsetting every time you find yourself asking: Will I be here next year? Five years from now? Ten years? Much longer than that? The questions may scare you. Plus, you’ve probably heard all kinds of sound bites in the news about how long people survive breast cancer, but now you can’t recall any that may apply to you.


PERSONAL PRACTICE

weighing the pros and cons

Puzzling over the pros and cons of having your prognosis and wondering how it might affect you? This exercise is a simple way to help you make your decision. You’ll also find it useful when you have to make decisions concerning your treatments, your family, your finances, and many other things.

Step 1: Ask yourself two questions. Even if they seem obvious, try saying them aloud. It can be helpful and a powerful way to hear them anew. “Is it helpful for me to know my prognosis?” “Am I better off not knowing?” If either is easy for you to answer with conviction, then go no further. But if you find yourself wondering or engaged in a hard tug-of-war of Should I or Shouldn’t I, continue on.

Step 2: Divide a piece of paper into quarters. Label the first one at the top: “Pros of getting my prognosis.” Label the other one at the top: “Cons of getting my prognosis.” The two on the bottom are: “Pros of not getting my prognosis” and “Cons of not getting my prognosis.” Other words for pros and cons can be benefits and costs, upsides and downsides, positives and negatives, or costs and promises.

Step 3: Fill in each column—and don’t rush to finish. Some reasons for doing one or the other will come quickly. Others may take time. Be patient. When you’re ready, tally the results in each quarter to get an overall picture of the importance of getting or not getting your prognosis.



Use Statistics and Other Information with Care

You may find yourself turning to the Internet—the place where you can get most of the statistical information you want or need. But be careful about statistics and studies.

While we encourage you to be resourceful and informed, we also advise you to be cautious as you look for information about breast cancer online. This is a vulnerable time for you. Remember that both the positive and the negative numbers you see and hear about surviving breast cancer are conclusions drawn at the end of lengthy and complicated studies. Unless you’re an expert, those numbers can be misleading, confusing, and very troublesome. So be careful about trying to figure out how the latest statistics apply to you. Studies can take a long time—sometimes a decade or more. Therefore, it’s helpful to know how long a study that interests you took. One reason is that over a long period of time, the study may include data based on the experiences of women treated with older therapies, so the analysis of the data may not reflect recent advances in breast cancer detection and treatment that may be available to you now.

Additionally, there will always be important information in the studies that the media doesn’t include. That’s why they call most of the news reports we read and listen to “sound bites.” For example, one gold standard resource for the media is the renowned New England Journal of Medicine. In 2005, it reported the results of a new study showing that survival rates for women with breast cancer are rising. During the early 1960s, the 5-year relative survival rate was 63 percent. Today it’s 90 percent. And women who are diagnosed with localized breast cancer now have a 99 percent survival rate.9 According to the study, the two most important factors for the rise are improvements in treatments and the use of widespread mammography screening.10

Of course, that’s very exciting and hopeful news, especially because in 2012, more than 60 percent of breast cancers were diagnosed in this stage.11 However, many of the sound bites in the media never reported that survival rates still drop when breast cancer has spread (metastasized) to nearby lymph nodes and drop even further if distant lymph nodes or other organs are involved.12

So if you have your diagnosis and choose to get your prognosis, it’s especially important to consider how many small bits of information you’re getting from a much longer scientific article. When it comes to your long-term outlook, it’s never wrong to ask questions that help clarify what you read, see, and hear.

One of your first, and most heartfelt, questions for your doctor is likely to be: “How bad is this exactly?” One way he may answer that question is to explain the stage of your cancer.

ARM YOURSELF WITH KNOWLEDGE

Remember: When it comes to cancer, ignorance is hardly bliss. Here is a primer to help you understand the nuts and bolts of staging tumors and how this will help your doctor determine your prognosis.

Staging Your Tumor

First things first. You’ve probably heard about cancer stages dozens of times, from friends and relatives and from interviews with survivors. Staging is important when doctors make a prognosis. To help ensure it’s accurate, your doctor needs to know where your cancer got started and how far it may or may not have spread. That ranges from stage 0, when your cancer is “in situ” (limited to one specific place), to stage IV, when it has spread to distant organs.

Most cancer centers, research institutions, hospitals, and organizations use a basic format to stage all types of cancer. What varies may be the type of cancer or the system used. Some systems, such as the following one that’s used by the Cleveland Clinic, incorporate additional information. You’ll notice that, in this case, the stages are subdivided. When you get your prognosis, you’ll probably get basic information. Don’t hesitate to ask about subdivisions if you want to know more.

Stage 0: Disease localized to the milk ducts (carcinoma in situ)

Stage I: Cancer that’s smaller than 2 centimeters (about an inch) across and has not spread

Stage II: A tumor less than 2 centimeters across that has spread to the underarm lymph nodes (IIA); or a tumor between 2 and 5 centimeters (with or without spread to the lymph nodes); or a tumor larger than 5 centimeters that has not spread to the lymph nodes under the arm (both IIB)

Stage III: Also called locally advanced breast cancer, involves a tumor larger than 5 centimeters that has spread to the lymph nodes under the arm, or a tumor that’s any size with cancerous lymph nodes that adhere to one another or to surrounding tissue (IIIA). Stage IIIB breast cancer is a tumor of any size that has spread to the skin, chest wall, or internal mammary lymph nodes (located beneath the breast and inside the chest).

Stage IV: Any tumor, regardless of size, that has spread to areas away from the breast and lymph nodes under the arm, such as the bones, lungs, or liver.13 For more information on staging, see Chapter 5.

Getting More Information

Your doctor may also order additional imaging tests, such as a chest x-ray, mammograms of both breasts, bone scans, computed tomography (CT) scans, MRIs, and/or PET scans. Blood tests may also be done to evaluate your overall health and because, sometimes, they indicate whether or not the cancer has spread to certain organs.14

And then there are still other pieces of the puzzle. To work up the best treatment plan possible, tailor-made for you, your doctor will also take these things into consideration:


	The size of the breast cancer

	Whether the cancer is invasive or in situ

	The stage of the breast cancer (whether it is only in the breast or has spread to the lymph nodes or other places in the body)

	The type of breast cancer

	The rate of cell growth

	How likely the cancer is to come back (recurrence)

	Whether the cancer has just been diagnosed or is a recurrence

	Your age

	Your menopausal status

	Your general health



ASKING THE BIG QUESTION

The one persistent question that every patient struggles with is “Will I die from this?” No one can know for sure. Every day, people who learn they have breast cancer get a prognosis that seems to ensure them a cancer-free life beyond their treatment. But because each of us is unique, there are no guarantees. For example, there could be a recurrence of the breast cancer, a new type of cancer, or some unrelated condition or disease that causes someone to die sooner than imagined. And on the flip side, every day, someone who gets a disheartening prognosis miraculously lives beyond all expectations.

One of the editors of this guide found a high school classmate on the Internet and called to reconnect. He was delighted, but sadly his biggest news was that he had stage IV breast cancer. It was a recurrence 10 years after his first bout. “There is no stage V,” he said. “And this time it’s everywhere and very aggressive.” As they continued to talk about the past and then the present, his positive attitude surprised her. He said that, for a long time, his mantra was to always live life joyfully. He loved his work teaching junior high school social studies. “I decided to keep teaching through my treatment because it gave me so much joy,” he said.

The day after his doctors said they had exhausted all possibilities for new treatments, he retired. His plan was to travel and do other things on his bucket list. He went as far as the Great Wall of China and to dozens of other places. When he came home for good, he mentored students and lived for another 3 years. Shortly before he died, he sent an e-mail saying “No regrets. I’ve been true to myself. I’ve lived joyfully and cancer has been part of the joyride.” You just never know.

Earlier we quoted Dr. Byock’s thoughts about getting your prognosis. Here are his thoughts about the enormous question of life expectancy:

A person’s prognosis is always an estimate, and multiple studies have shown that it is often a rough estimate. . . . The statement “No two people are exactly alike” certainly applies to people living with cancer.

Some studies have shown that doctors tend to overestimate their patients’ life expectancies. This may be because specialist physicians tend to think mostly about the diagnosis they are treating, while a patient may die from a complication caused by a separate condition. It may also be true that doctors’ hopes for their patients cause them to believe that the people they care for—and care about—will live longer than “average patients.”15


staging systems

Several systems are used worldwide to stage breast cancers. Most likely, you won’t be interested in the technical differences—just the bottom line that they agree upon. But it’s good to have an idea of what goes into determining that. Here are two examples. The American Joint Committee on Cancer TNM system is the most widely used. It’s based on the extent of the tumor (T), the extent of spread to the lymph nodes (N), and the presence of distant metastasis (M).

A less-complex system is called Summary Stage. Organizations such as the National Cancer Institute’s Surveillance, Epidemiology, and End Results (SEER) Program use this system. The American Cancer Society uses both in its publications for breast cancer patients and says that, with a few exceptions, the TNM system usually corresponds to the Summary Stage system.



IT’S TIME TO MOVE ONWARD

Today, thanks to new procedures, collaborative research, medical teamwork, and new ways to address patient care holistically, you are the beneficiary of a worldwide campaign to treat breast cancer, heal patients innovatively, and find a cure for your disease. Not only is this campaign global, it’s growing exponentially, too. Yet as reassuring as that may be, coming to terms with breast cancer is not a once-and-for-all kind of process. Each new phase of your healing journey may mean finding new strength to move forward courageously all over again.


PERSONAL PRACTICE

crossing the threshold

This practice uses the power of imagination to visualize a story in your mind’s eye, so go someplace where you can sit or lie quietly.

Take a step back in time to reflect on the day you got your diagnosis. See yourself in your doctor’s office hearing “You have breast cancer” for the first time. Notice how you’re reacting to those words.

When you’re ready, visualize yourself leaving your doctor’s office, and go to a familiar place with a threshold (a place with a gate or door, literally or figuratively). It can be a place that’s part of your life now or one from the past—perhaps the front door of your current home or a childhood one. It can also be a line in the sand at a beautiful beach or a thin, ribbonlike stream separating one bank from another. Once at the threshold, stand before it for as long as you need as you try to come to terms with your diagnosis.

Whenever you’re ready, visualize yourself taking a step to straddle the threshold. Take a deep breath, looking back in the direction of the world you knew before your diagnosis. There’s no rush. Look back for as long as you need to.

Look toward the other side of the threshold. Though many things ahead are invisible, begin to see the healing path you’ll travel. Try to look farther ahead. Notice the guideposts along the way that lead to reassurance, recovery, inner peace, and other milestones.

As you continue to stand in this place—still looking to the future—take a moment to ask yourself if there’s anything you might want to leave behind. It may be something that you don’t find helpful or no longer need—a worry, fear, attitude, or daily routine. If there’s something you want to shed, see yourself taking it off or out of a bag of woes and leaving it on the ground.

When you’re ready, see yourself taking a step to completely cross over the threshold. Take another step away from it and another, and feel your body and mind—and your invincible spirit—moving you bravely forward on your journey to healing and wholeness.



Remember the earlier discussion about using symbolic words and images to describe and deal with breast cancer? In her book Wellness Wisdom, survivor Alice McCall reflects on her journey: “Images have enormous power, and images freed from deep within ourselves can change us profoundly.”16

So now that you have your diagnosis and possibly your prognosis, try the Personal Practice before moving on to the chapters that follow. It’s designed to bring up images that can help you see where you’ve been before breast cancer and then help you cross over and navigate your healing path more positively and confidently.

As you begin to gather your medical team and caring circle and then begin treatment, you’ll travel to new, challenging, and mysterious places. You may never have planned to go there, but now you must stop to visit these places on your healing journey. Remember to carry this guide with you every step of the way. You’ll come to know it as a dependable companion designed to point you in the right directions. The goal isn’t to read and absorb every word or to go through the chapters in order—unless you want to. As we suggested earlier, feel free to browse. You’re sure to discover that you have reliable information at your fingertips that can help you find answers to your questions, seek reassurance, develop confidence, and live every bit of your remarkable life to the fullest from this moment on.


SURVIVOR STORIES

Reaching the Finish Line

Donna Deegan, a former television news anchor, is no longer tethered to her desk at northeast Florida’s leading news station. Instead, the 52-year-old mother of two is on a tireless mission across the country and back to her native Jacksonville, raising funds for underserved women with breast cancer and for research and patient care.

She founded two organizations in her hometown: the National Marathon to Finish Breast Cancer and the Donna Foundation. Together they’ve raised more than $5 million and served more than 6,500 women.

Donna was diagnosed for the first time in 1999 when she was 38. She had a lumpectomy, then chemotherapy and radiation, but in 2002, a PET scan revealed breast cancer in a deep lymph node. And in 2007, breast cancer came around one more time.

Despite painful surgery and a round of chemotherapy, she still ran the organization’s first marathon. “It was my way of saying that where there’s a positive will, there will be a way to finish breast cancer.

“You may feel that you have to run a ‘marathon’ to survive,” says Donna. “And once you begin, it may seem like it’s impossible to finish. But with the support of thousands of others cheering you on, it encourages you physically, emotionally, and spiritually to get there.”


She’d like women who’ve been diagnosed to know . . . it can be life-changing in a positive way.

Breast cancer is . . . going to be cured.

Tomorrow will . . . be better than today.






“Some patients, though conscious that their condition is perilous, recover their health simply through their contentment with the goodness of the physician.”

—HIPPOCRATES

CHAPTER 3

ASSEMBLING THE RIGHT MEDICAL TEAM

About every 3 minutes a woman somewhere in the United States learns she has breast cancer,1 and it turns her life upside down. For you and each of them, one of the most pressing items on the agenda is finding a doctor you can trust to take you through this process. This cancer doctor, also called an oncologist, who’ll be with you throughout your entire breast cancer journey, is the person you literally trust with your life. This chapter will help guide you through the process of finding a team of experts in whom you can have confidence to make the decisions necessary for your treatment and recovery.

FINDING THE RIGHT DOCTOR—FOR YOU

You want the best doctors in the world to treat you. And that’s completely understandable. But you’ve got to put the time in to find them (and that’s how this chapter can help). One national survey of 7,600 American adults found, surprisingly, that “Americans spend more time researching a refrigerator than they do choosing a doctor or hospital.”2 So put yourself in charge by following these steps.

Step 1: Start with Your Primary Care Doctor or Gynecologist

Chances are this is the doctor who found your cancer, so this is a good place to start. The American Cancer Society recommends asking her this question: “If you found out that you or someone you love had this cancer, which doctor would you go to for treatment?”3 Ask for two or three names and find out, if possible, what cancer treatment center your doctor is affiliated with.

It’s natural to have questions and doubts as you move through this process, but communicating your thoughts at every stage is the key to getting the right information for you. When the coauthor of this guide heard her trusted gynecologist’s recommendation for a breast cancer surgeon, she initially told him, “No.” (She had her mind set on a doctor at a well-known medical school 2 hours away.) Her doctor listened to all her reasons and then said, “I’m recommending this doctor because he is the surgeon I would send my wife, mother, or sister to.” That’s all it took to convince her that she didn’t have to travel far for the right doctor.4

Why Do This?

You’ve trusted your primary care doctor or gynecologist with your care thus far, so it’s worth starting your process with a frank discussion with her about the best possible options for a cancer doctor.

Step 2: Get Recommendations from Survivors

Start gathering information from survivors who are friends and relatives. Think of them as trusted leaders who have “been there/done that.” They’ll give you their honest opinions of doctors and may even turn you on to other experts they’ve heard about.

Why Do This?

Not only will you get recommendations for doctors, hospitals, and other experts, you’ll start to build a support network to call on throughout your treatment and recovery process. Chances are they’ll give you other personal advice as they discuss doctors and hospitals with you—and this is invaluable. Be sure to jot everything down in your journal.


PERSONAL PRACTICE

finding a doctor I can trust

Whenever we put our lives in another person’s hands, trust becomes a major issue. Although your reasons for trusting or not trusting someone may be based on facts, the conclusions you draw about them are precolored by your first impression. According to a study conducted at New York University, researchers found that we make 11 major decisions about one another in the first 7 seconds of meeting. Some of the qualities we assess so quickly include whether or not someone is trustworthy, competent, likeable, and confident.5 (That’s why meeting with a doctor before selecting him or her as your health-care provider is critical.)

With that in mind, reflect on people—including doctors—you trust. Next, finish the sentence below.

When I say “I trust someone,” I mean that person is . . .

After making your personal statement about trust, use the following exercise to figure out the qualities you want in doctors and others on your team.

Don’t worry about whether your answers are “right.” This isn’t a test. For example, look at the first question in the list that follows: “Which of my doctors do I trust the most—and why?” For you, the right answer may be your family doctor or gynecologist. But someone else’s may include their dentist or their beloved pet’s vet.

In your journal, write your answers to these









Step 3: Conduct a Web Search—Carefully




Why Do This?


Step 4: Make Sure the Doctors—And the Hospitals They’re Affiliated With—Are Accredited





Why Do This?


Step 5: Interview Your Top Choices



Why Do This?


Step 6: Ask about a Patient Portal



Why Do This?


WHO’S WHO ON YOUR BREAST CANCER TEAM


Your Team of Experts
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navigating breast cancer













Your Support Team














start a breast cancer file box




THE POWER OF CLEAR COMMUNICATION




Avoid Making Assumptions


Bring a Scribe



stop and write down all your questions




Use Questions to Communicate








WHEN TO SEEK A SECOND OPINION












Before You Get a Second Opinion






what doctors think about second opinions





What to Expect from a Second Opinion



	A way to eliminate doubts that keep you from being able to make a choice

	Another lens through which to view and review your diagnosis, prognosis, and options for treatment

	The peace of mind that comes when you feel confident that you are making the right choice rather than having someone else make it for you








PERSONAL PRACTICE

how do you react to anxiety?
















WRAPPING UP YOUR SEARCH



	Begin to thoughtfully process what’s happened to you physically and emotionally since you learned you might have breast cancer

	Get a second (or third) opinion if you want one




SURVIVOR STORIES

Fit for Life
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