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CHAPTER 1 [image: ] Are Mastectomies Right for You?


Everyone knows someone who has had breast cancer. And no wonder—one in eight American women are diagnosed in their lifetime. If that sounds terribly high, it is. In 2020, for the first time, breast cancer became the most common cancer in the world. As life spans have increased and a range of factors from diet to decreased childbearing to exposure to environmental contaminants have shifted, breast cancer has emerged as an all-too-common part of women’s lives—and an all-too-common cause of their deaths. Fortunately, the odds of survival today are dramatically better than they were in the recent past. Major advances in genetic treatments, hormone therapy, and chemotherapy all give doctors, patients, and loved ones reason to be hopeful. Forty percent fewer women die of breast cancer now than two decades ago.

Although it has received less attention, another advance is at least as revolutionary—the shift in how we think about and perform mastectomies. They are safer and more effective than ever before, and reconstructive surgical techniques have advanced so rapidly that those who opt for breast reconstruction often marvel at how natural their new breasts look and feel.

What’s more, women at high risk for cancer no longer have to endure the soul-crushing anxiety of hoping breast cancer doesn’t happen—instead, they can intervene with preventive mastectomies. If they have had cancer in one breast, they need not live in dread of getting cancer in the other one. If they’re BRCA positive or have multiple first-degree family members with a history of breast cancer, they can preemptively remove their breasts. Instead of wishing, they can take action. Instead of hoping desperately to stay ahead of a disease we still don’t fully understand, they can kick it out and bar the door.

Preventive mastectomies have become so popular that in recent years, three times as many women under age forty-five who are at increased risk of breast cancer have chosen to remove their healthy breasts. And as with so much in medicine, an ounce of prevention is worth a whole lot of cure. Advances in surgery now make it possible to have breast reconstruction during the same operation as mastectomies, so women can leave the operating room with new breasts of whatever size and shape they prefer and, if the surgery was prophylactic, with little to no risk of getting cancer. The relief women experience is often profound.

Studies show that when women have all their options presented clearly by a sympathetic doctor, they give mastectomies serious consideration, whether for treating breast cancer or preventing it. Yet the current trend in the medical community is to recommend that women attempt to save their natural breasts at all costs. Again and again our patients tell us how they were discouraged by their doctors from choosing mastectomies. The opposition was so strong that they felt they were not able to assess whether mastectomies were right for them or not.

Women diagnosed with breast cancer at a young age are increasingly opting for contralateral prophylactic mastectomies—i.e., removing the other, healthy breast—if their doctor leaves the option open. Doctors have a huge effect on their patients’ choices and outcomes: women who discuss the option of mastectomies with a female surgeon are three times more likely to choose it than those who discuss it with a male surgeon.

In the past fifty years, our understanding and treatment of breast cancer has radically changed. We now know about close to eighty mutations associated with an increased risk for breast cancer, in addition to the well-known BRCA1 and BRCA2 mutations. More will undoubtedly be discovered. But knowing how we got to this point is also really important to understanding how much progress we’ve made.

In the 1970s, the best medical scientists considered breast cancer to be a viral infection. Suspecting that some cancers had a genetic component, Dr. Mary-Claire King relentlessly pursued her hunch for the next twenty-four years. Dr. King’s identification of the BRCA1 and BRCA2 mutations in the early 1990s was a revolutionary breakthrough in understanding genetic risks for breast cancer: “There is no reason now that any woman with a mutation in BRCA1 or BRCA2 should ever die from breast or ovarian cancer,” she said.1 It’s her view that identifying a woman as a carrier of a genetic mutation only after she develops cancer is “a failure of cancer prevention.”2

More exciting innovations are constantly becoming available. We continue to improve methods for identifying those who are at an increased risk for breast cancer, as well as options to prevent breast cancer altogether. Mastectomies today are safe and highly effective in essentially eliminating the risk of getting breast cancer. That’s an enormous relief to many women who are at a markedly increased risk of breast cancer. Of course, preventive mastectomies are not the right choice for every woman. Most women diagnosed with breast cancer can safely keep their breasts with minimal risk of recurrences or new cancers. But if you’re at increased risk for developing breast cancer, or if mastectomy is right for you when breast cancer is diagnosed, or even if you’re diagnosed with breast cancer that can be treated by a lumpectomy, we wrote this book to help educate you about your choices, so you can consider your options in an informed way and begin to open the conversation with your physician, family, and loved ones.

No matter where they live, or who their doctor is, women deserve to know that they may have access to a procedure that has brought relief, freedom, and even joy to both of us personally. As female doctors who have had mastectomies ourselves, we want to share with you the same critical information we give our patients every day. For decades, we’ve sat down with women to talk them through the facts, figures, and data they need to make the best decision for themselves. Too often, we’re the first to tell them this option is even available.

We want to emphasize that the decision is a very personal one. The purpose of this book is to arm women with the information they need to make the right decision for themselves, a balanced decision based on all the latest medical and scientific updates. Not everyone at increased risk for breast cancer should undergo preventive mastectomies. However, nobody should be pushed or frightened into thinking that they should save their breasts at all costs. As is the case with nearly all decisions, there are pros and cons to both. After learning all the facts, the majority of our patients do not elect to do preventive mastectomies, but about 40 percent of them do, and they’re very happy with the results.

Both of us—Rachel Brem, a breast radiologist, and Christy Teal, a breast surgeon—have been working in the trenches against breast cancer our entire careers. We’ve suffered devastating personal losses to breast cancer. And we’re intimate with the uncertainties our readers face. We too struggled to decide: How high is our risk of breast cancer? Were we willing to live in suspense, anxious about every scan or test result? Would we actually go so far as to remove our breasts to eliminate cancer from our lives?

We each made different choices, as did the patients in the stories we’ll share. Because we’ve both been grateful every day that we had mastectomies ourselves, we’re in an ideal position—as individuals and as breast cancer doctors—to tell you exactly what to expect. We will walk you through the dozens of personal decisions you will be asked to make and help you figure out how to make them. It’s essential to have information you can rely on when the choices are so critical and often made at a time of unfathomable stress. The decision will affect the rest of your life.

Preventive mastectomies can be one of the most positive, empowering ways for a woman to take control of her life by boldly and actively reducing her odds of getting breast cancer. And mastectomy to treat breast cancer can absolutely be the right decision for some women, even when conservative treatment where the breast could be saved is a safe medical option.

There is no right or wrong answer. Every person’s decision is deeply personal and should be made on a case-by-case basis.

We’re simply here to provide the insight and support that so many women want from their physicians but often do not receive. If you’re considering having mastectomies because you have a genetic mutation, a strong family history of breast cancer, a diagnosis of breast cancer at a young age, postmenopausal breast cancer, or some combination of these, we hope to help you through the process of deciding what is best for you.


Rachel’s Story [image: ]

I always knew I wanted to be a doctor—a pediatrician, I thought. When I would go to my childhood doctor, I wanted to be that kind of person, someone who dedicated their life to helping others.

My plans changed after my mother’s breast cancer diagnosis. My parents were immigrants—my mother was Israeli, my father initially from Poland. He was raised in a Siberian labor camp, forced there by the Russians. They met in Israel and instantly fell in love. Their love was extraordinary, and their devotion to each other and their family was unwavering. My mother was a vibrant whirlwind, and with her bright red hair and brilliant green eyes, her presence always filled our home with vitality. It was a shock to all of us when she was diagnosed with breast cancer at age thirty-three. I was twelve years old; my brothers were five and thirteen. She was told that she had six months to live. It was then that I decided I would dedicate my life to doing all I could so that other twelve-year-old girls and their families would not have to endure what we did.

My mother far outlived her doctors’ predictions. But after her diagnosis, she was never quite the same. We lived on borrowed time with her, filled with gratitude but also worry about how much time she had left. After more than a decade in remission, she was diagnosed with ovarian cancer. I was in medical school at the time, and vowed to help her get the best treatment available.

She was one of the first patients to get what was then a new treatment—platinum-based therapy. Time has shown this approach to be very effective for BRCA-linked ovarian and breast cancers. Over the years, she had so many recurrences and metastatic sites that were treated with additional platinum-based therapy that she liked to say she had more platinum in her body than a jewelry store. She did everything she could to live, enduring round after round of chemo and other grueling interventions but never losing hope or the will to survive. Ultimately, she had ovarian cancer metastasize to her lung and underwent the excision of half her left lung. Miraculously, after additional chemotherapy, she never had cancer again. She was truly a miracle.

In the end, she died cancer-free at seventy-seven years old—forty-four years later than doctors predicted, although the numerous rounds of chemotherapy ravaged her body and undoubtedly contributed to her death.

That very first year, while my twelve-year-old mind was still staggering from the news, I announced to my parents that when I grew up, I was going to go to medical school to help find a cure for breast cancer. As touching as they must’ve found that sentiment, a “girl doctor” was a strange concept to them. They wanted their beloved daughter to marry a doctor, not to be one! They wanted me to have in my life what made them happy in theirs: a wonderful marriage, beautiful children, and friends who filled their home. But in the end, they loved that I was a doctor. They saw me dedicate my life to impacting others who had the disease that touched our family so deeply. They also saw that even as a doctor, I had those wonderful things in my life that they so cherished: a warm home, family, and friends.

As it turned out, I married a doctor, too. I met Henry Brem in synagogue while I was home from my first year of college. He was six years older than I, and a second-year Harvard Medical student. We grew up in the same little town in New Jersey: Fair Lawn, a haven for Jewish immigrants from Eastern Europe. Henry’s sister, Shari, was my best friend from the age of seven. His parents were extraordinarily loving and committed. They were Holocaust survivors who had met in a displaced persons camp in Germany after being liberated from Nazi concentration camps by American troops. We all knew hardship. Breast cancer was always a big part of that narrative for our family. Early on in our courtship, I felt compelled to warn Henry that I, too, would likely get breast cancer. Although no gene had yet been identified, I was certain that breast cancer was my fate.

“I don’t think that’s what will happen,” he said. “However, no matter what comes our way, we will handle it together!”

When I was nineteen, Henry and I married. Together we went through medical school, though at different times. He graduated from Harvard Medical School, and six years later, I graduated from the Columbia University College of Physicians and Surgeons. Our one-year-old daughter, Andrea, watched me walk across the stage to receive my diploma. It was the 1980s, and the first studies definitively demonstrating a mortality reduction from screening mammography were underway. I wanted to be part of that. I wanted to do all I could to minimize breast cancer deaths. I had my mother—that was not a given. I wanted other children to have theirs, too. I trained in radiology at Johns Hopkins. Alisa and Sarah, our twins, were born when I was a second-year radiology resident. Life was full and wonderful.

When I was thirty-seven, my maternal aunt was diagnosed with breast cancer, and I decided to be tested for the BRCA genetic mutation, which had recently been discovered. Very few women had been tested at that time, since the mutations had just been identified. I felt fortunate that I had the opportunity.

“If I have the mutation, I’ll undergo preventive mastectomies,” I told Henry. “If I don’t, let’s have another child.”

The test confirmed it: I had the mutation—exactly as I had strongly suspected. But I could change my family’s narrative. I could be there for my family and my patients. I could live to fulfill my dream of doing the research to introduce new and impactful approaches to decreasing the death rate from breast cancer.

Although preventive mastectomies were in their infancy, I thoroughly investigated the options. Henry and I traveled across the country meeting with breast and plastic surgical experts. When I decided where to have my surgery, I scheduled it for July 1996.

One evening, two weeks before my scheduled surgery, after a busy clinical day, I was trying a new ultrasound machine on myself to test image quality. Not only did I learn about this new machine—I also found my own breast cancer.

My intuition had been right all along.

Breast cancer has a timetable of its own. Although I had done everything possible to avoid getting breast cancer, I had just missed the window that would have made that possible.

I underwent bilateral mastectomies as scheduled, only they were no longer preventive; the surgery was to treat the breast cancer in one breast and undergo preventive mastectomy in the other. I also had my ovaries removed at that time. I had missed the chance to have preventive mastectomies, but was determined not to do the same with the ovarian cancer that ran in my family. My plan of having hormone replacement due to the surgical menopause from removing my ovaries was no longer possible, as women with breast cancer cannot take replacement hormones. However, I’ve been spared the difficulties of ovarian cancer. There is some comfort in the fact that there is now preliminary data to suggest that removal of the fallopian tubes (the tubes that connect the ovaries and the uterus) while leaving the ovaries in place may be enough to largely prevent ovarian cancer in women. It’s not yet definitive, although the preliminary data is promising. Keeping your ovaries, not undergoing premature menopause, and even having additional children in the future may soon be shown to be possible for women with a genetic mutation that increases the risk of breast and ovarian cancers, even after having their fallopian tubes removed and thereby markedly decreasing the risk of ovarian cancer.

You don’t need to have breast cancer to be a compassionate breast cancer physician. However, my experience, both growing up in a family touched in every way by breast and ovarian cancers, as well as being a breast cancer physician who went through the “breast cancer journey” myself, has given me a perspective that has positively impacted my practice and the care I provide my patients. I truly do use the yardstick of what would I want personally to advise and treat my patients, fully understanding that every patient has different needs and risks. Once again, there’s a silver lining to my breast cancer cloud. Having had breast cancer has undoubtedly made me a better, more compassionate physician.

In the more than two decades since my surgery, I’ve profoundly benefited from the care I received and the choices I made. I’ve been privileged to share my life with Henry. We’ve raised three extraordinary daughters. We revel in our three incredible sons-in-law, and cherish, love, and laugh with our ten magnificent grandchildren. I am forever grateful for Henry’s unwavering support and for the optimal care I received from my care team and my family.

Being a breast cancer doctor and having had breast cancer has shaped my choices and has motivated me to improve outcomes for women with breast cancer. Since early in my career, I’ve been dedicated to caring for women with breast cancer using the most advanced medical therapies and with the utmost compassion. My personal experiences have motivated me to focus on research to advance the field and develop better ways of diagnosing early, curable breast cancer.

This burning desire has resulted in my being part of the teams that have brought four new technologies to mainstream breast cancer care. I’ve published over 140 manuscripts in medical journals. I was the principal investigator for one of the first clinically available computer-aided detection devices for mammography. This device increased the detection of early breast cancer by over 25 percent.

I was also part of the team that developed a molecular breast imaging technology that allows us to diagnose breast cancer based not only on how it looks but also how it functions. I worked with the team that developed the first FDA-cleared artificial intelligence for mammography that increases cancer detection, I was the principal investigator of the first multi-institutional study of automated whole-breast ultrasound to diagnose more early but aggressive cancers in women with dense breast tissue, and most recently I’ve been part of the team that discovered a game-changing FDA-cleared ultrasound technology: ultrasound tomography. Ultrasound tomography can detect additional early breast cancers in women with dense breasts, while decreasing the number of breast biopsies that are performed. This is also the first method of determining a woman’s breast density without using ionizing radiation.

I’ve had the privilege of mentoring many medical students, residents, and fellows who have gone on to illustrious careers in which they have helped thousands of women, including those in underserved communities. My drive to improve outcomes from breast cancer is unrelenting. My hope is that we won’t need these technologies in the future—when breast cancer is fully preventable.

Nearly twenty years ago, my patients and I noticed an enormous need for educating women from all socioeconomic backgrounds about the importance of early detection and risk-based personalized screening. In response to this need, we started the Brem Foundation to Defeat Breast Cancer. The Brem Foundation is dedicated to maximizing every woman’s chance of finding an early, curable breast cancer through education, access, and advocacy. We’ve created an unprecedented curriculum for early detection that touches upon lesser-known but critical aspects of risk. The Brem Foundation uses in-person and digital forums for reaching women, and has created revolutionary programs to open access to care to underserved women. The foundation also educates physicians specializing in breast imaging. But we didn’t stop there.

The Brem Foundation recognized that public policy is critical to moving the needle toward all women getting the care they need and deserve. That was why we wrote and helped to unanimously pass legislation in Washington, DC, that requires that women be informed about their breast density and that insurance cover essential screenings beyond mammograms for women with dense breast tissue and other risk factors. We’re collaborating with national legislators to enact a national breast density notification law. We partnered with the ride-share company Lyft to offer underserved women cost-free rides to their mammograms, since free screening mammograms are ineffective if women cannot get to this lifesaving examination. We’ve developed award-winning educational videos that partner information and education with a lighthearted and fun (yes, fun) approach to educating women about breast cancer. You can see them yourself at bremfoundation.org. And we’ve only just begun. Perhaps best of all, my extraordinary daughter Andrea Wolf was the CEO of the Brem Foundation from 2015 to 2022 and was instrumental in bringing it to the level it has reached today. Andrea was a lawyer in DC before taking on this role. Her own decision to have prophylactic mastectomies at age thirty drew her to this work. Now she fights for a time when her four daughters will have better options to deal with their risks. Together, we’re a mother-daughter team working tirelessly toward a world where far fewer women suffer from this sinister disease. Working with Andrea has been another breast cancer gift for me.

Breast cancer has been a difficult part of my life since I was twelve years old. But it has also been the source of my passion to improve the plight of breast cancer survivors—daughters, mothers, and wives. I got the BRCA gene and its resultant burdens from my mother, but she also instilled in me the passion to improve the plight of women with breast cancer. Breast cancer can indeed have a positive impact on one’s life.

Only those who have experienced breast cancer can fully understand not only the medical impact but also the psychological and social impacts of being a breast cancer survivor. Similarly, only those who have a markedly increased risk of breast cancer understand the difficult decisions that must be made when knowledge of that risk comes to light: How can I remove my healthy breasts to prevent a disease I don’t have? If I have breast cancer and undergo conservative therapy, will I constantly be reminded that I was a cancer patient by the ever-present asymmetry of my breasts? How will this influence my decision to go to change in the gym locker room when my “cancer experience” is there for all to see? If I choose to keep my breasts, how do I live with the ever-present risk of a recurrence or a second cancer?

Today, medicine has come so far with minimally invasive diagnoses and treatments that are extraordinary advances. However, as patients, we need to consider the consequences of less versus more aggressive approaches beyond initial treatment. It’s the patient and her family who must live with the consequences of these monumental decisions.

With this book, Christy and I hope to inform and support an even wider group of women and their families with the information they need to make the best decisions for themselves.




Christy’s Story [image: ]

My first personal experience with breast cancer was in 1997 when my mother, age sixty, and my best friend Laurie, thirty-four, were diagnosed with breast cancer within a month of each other. Neither one had genetic mutations associated with breast cancer.

I was a new active-duty surgeon with the US Air Force at the time they developed breast cancers. When Laurie tested negative for a BRCA mutation, the results made me uneasy. I knew how far we had to go before we could say definitively that there was no genetic proclivity for breast cancer in anyone. Today, the National Institutes of Health tracks more than twenty thousand variants of the BRCA1 and BRCA2 mutations,3 but new mutations are being discovered every year. I believe without a doubt that Laurie’s cancer was caused by a mutation that we simply haven’t identified yet. Her father had died of breast cancer at forty-four—exactly ten years older than Laurie was when she was diagnosed. We have so much more to learn about our DNA and its endless mutations, so it’s important to take a family history of cancer very seriously, despite a negative test. Sometimes it’s the only warning sign.

While I felt certain that Laurie’s cancer was caused by a genetic mutation that must not yet have been identified, I also supported her in her relief that her results were negative. She didn’t want to have to think about the option of bilateral mastectomies back then. She was in a complicated relationship when she was diagnosed, but by the time her treatments were completed, the relationship had ended. Mastectomies were the last thing on her mind, and back in the 1990s, it was all so new. Even if she had tested positive, I’m not sure if mastectomies would have been the direction she would have gone at that time.

By comparison, my mother had an “easy” cancer. She had breast conservation surgery with a lumpectomy, sentinel lymph node biopsy, and radiation, then tamoxifen for five years. Since she was postmenopausal when she was diagnosed, I put the idea of my own risk of breast cancer out of my mind for years as I got on with my life: marrying, dedicating myself to my career as a surgeon, and raising three wonderful children.

The specter of cancer slipped into the background, until my mother came to town for the annual Race for the Cure in 2010. We celebrated her thirteen years of being cancer-free. As we walked, we both expressed how grateful we were that she had gotten off easily.

A few days after she’d returned home, she told me about a lump under her right arm that she had forgotten to mention when she was visiting. I was relieved, since her cancer had been in her left breast. I assumed it would be nothing and, indeed, a mammogram and ultrasound at the local hospital didn’t show anything in her right breast. I wanted to be sure, and recommended that she have the lump biopsied. A few days later, she called me with the results—the lymph node showed metastatic cancer from the breast. She came to the George Washington University Hospital so Rachel could do additional scans.

When she looked at my mother’s MRI, Rachel saw the cancer in her right breast and in many of her lymph nodes. We were devastated that cancer was back in the picture, this time in the other breast—and much more aggressive. To me, it behaved like a cancer caused by a genetic mutation.

Based on the MRI, it appeared that my mother would need a mastectomy, and she decided to have both breasts removed. She didn’t feel it was worth trying to match her right breast to the left, which was already abnormal-looking from her prior cancer treatment. My colleague Dr. Anita McSwain agreed to do my mother’s bilateral mastectomies and right lymph node dissection. She took amazing care of her, and of my father. She was also honest with me that there were going to be many lymph nodes involved, based on what she felt at the time of surgery. My mother recovered well, but the whole process was much harder than it had been the first time. We knew that chemotherapy and chest wall radiation were going to be necessary.

Not long afterward, Rachel pulled me aside and asked, “When are you going to have your own mastectomies?” It was as if she had read my mind. I had always thought I’d wait until I had some sign of cancer, but thinking about how aggressive my mother’s new cancer was, I was starting to reconsider, especially since her cancer could not be found on a mammogram or ultrasound. I had always known that if I were ever diagnosed with breast cancer, I would likely have bilateral mastectomies, especially after nipple-sparing mastectomies became an option. I knew that the data showed that for women diagnosed with breast cancer, having a mastectomy doesn’t improve your chances of survival, but I also knew that with mastectomies, I wouldn’t need to worry about additional imaging. More important, I knew that bilateral mastectomies would reduce my risk for ever developing breast cancer to 1 to 2 percent, odds that were attractive to me. In addition, my breasts were always small, but became even more so after breastfeeding my three children, so the cosmetic result of breast conservation if I ever developed breast cancer might not be ideal. With implants, I would end up with beautiful, shapely breasts, and nipple-sparing mastectomies resulted in amazing cosmetic results. If I were to be diagnosed with breast cancer, the choice seemed clear. Why not do it when I was in complete control and could prevent cancer altogether?

My mother’s meetings with the genetic counselor revealed that one of her aunts had died from breast cancer in her early fifties. We only learned about this when she reached out to her cousin. Since there were very few other women in the family, I was even more worried that there may be a genetic predisposition, even though my mother’s genetic test came back negative. Repeat testing in 2015 after her cancer recurred was still negative.

When I decided it was time to schedule my preventive mastectomies, I knew my choice would likely be controversial. But I knew that it was the right decision for me, and my husband, Dave, agreed. My mother was immediately supportive. After her diagnosis in 2010, she felt pretty sure she would ultimately die of breast cancer. She wanted me to do whatever it took to avoid that fate.

While many colleagues were understanding and supportive, others gave a response we still hear today: preventive mastectomies are only recommended for women with genetic mutations. Many told me that since my mother’s test came back negative and my mammogram was normal, I didn’t need to consider having mastectomies.

I was frustrated that so many physicians told me I didn’t need to have the surgery that I knew was right for me. It made me wonder how many other women exploring the option were being told the exact same thing. I felt that I needed to share my story to let others know that it’s not a wrong choice, just a personal one. I contacted Cindy Rich, a reporter from the Washingtonian, and invited her to follow me through the process, from making the decision to have mastectomies and the type of reconstruction I wanted. I wanted her to reach other women considering mastectomies and their families to let them know that while mastectomies may not be the right option for many women, they’re a reasonable option for others.

Shortly prior to the publication of the Washingtonian article in July 2011,4 I was invited to appear on Good Morning America. Robin Roberts interviewed me a week after my expander exchange surgery on a show entitled “Confronting a Family History of Breast Cancer, a Surgeon Makes a Radical Decision.”5 But I didn’t believe that it was radical then, and I certainly don’t believe it is now. To this day, I’m touched and proud of my efforts when women tell me they saw my interview or read the article and are thankful for the information and validation for the procedures they’re considering. I often tell my patients who are having preventive mastectomies that they’re beating cancer before ever getting it. With this book I hope we can reach even more women.

My mother’s cancer recurred in 2014. When it progressed in 2016, we decided to take a vacation abroad. She had always wanted to show my daughters London and Paris. She and my father had taken the other grandchildren on special trips, usually in groups of two or three at a time when they were young teenagers. We all knew this was likely to be her last trip with her grandchildren, and I was thrilled that I was invited to join her and the girls. She was not as energetic as usual. At the time, I blamed it on chemotherapy, but we now know that it was from the cancer taking over her body. That she was able to go on every single tour and enjoy every meal was amazing, knowing what I know now. She was truly remarkable.

As we stood in line at the Eiffel Tower on our last day in Paris, the girls were complaining about having to wait so long. It had been a long day for all of us. I asked my mother what she wanted to do. She answered, “I don’t think I will be back here again, so I would like to go to the top.” We did, and it was worth it. I treasure the photos and incredible memories.

Once we got home, she declined rapidly. Additional tests were done, which showed the cancer had spread. When she could not keep down food, she was admitted to the hospital. Not long afterward, my older brother called to say that she was not doing well. We moved her to inpatient hospice, which was her wish. We all felt lucky that we could be with her in the end, with dignity and her usual grace. My younger brother and his family visited her just after she was placed in hospice, when she could still communicate well. My older sister and brother were there already. By the time my family was able to see her, she could hear us but could barely speak. The kids and I hugged her and held her hands. She gave me my fiftieth birthday present, a necklace she had made with her mother’s engagement diamond, knowing that she would not be here for my birthday in November. I wear it almost every day, and treasure it. When I touch it, I feel her presence.

Even though she knew cancer would catch up with her eventually, my mother had hoped to reach eighty. “After eighty, it’s all downhill anyway!” she said. She didn’t quite make it, but lived to be seventy-nine, long enough to spend many precious years with her husband, children, and beloved grandchildren. I often reflect that if her first cancer had been as aggressive as her second, she would never have met my children. It’s such a gift that they had the chance to know her. The other gift is that as soon as she was in hospice, my siblings, their spouses, and their children were able to be there with her and my father when she was in her final moments. It was as peaceful as we could have hoped.

The decision to have preventive mastectomies—with or without cancer, with or without known genetic mutations—could not be more important to me, both personally and professionally. That’s why I wanted to write this book with Rachel. My older brother once asked me if my mother would still be with us today if she had had bilateral mastectomies when she was first diagnosed. Of course, we don’t know the answer to that, but she would definitely not have died from breast cancer. I had mastectomies, so I will never have to wonder if that will be my fate.








CHAPTER 2 [image: ] High-Risk Screening


Because of the incredible strides in early detection of breast cancer and targeted and novel therapies, the death rate from breast cancer has declined by almost half in the past twenty years.1 Most women (63 percent) are diagnosed before the cancer has metastasized, or spread to other parts of the body. The five-year survival rate for early breast cancer is greater than 95 percent.2 We’ve seen major advances in diagnosis, treatment, and screening. Now the question is, how do I screen for breast cancer, understanding that every woman is at risk, and that breast cancer found early is curable? Screening for breast cancer has become far more personalized in recent years. It’s no longer assumed that every woman should be screened with only a mammogram every year. So how can you make sure you’re getting the care you need?

TWO PRIMARY CRITERIA

We now routinely adjust surveillance, or screening, for breast cancer based on two primary criteria: your breast density and your risk of getting breast cancer.

Breast density is determined by the amount of glandular tissue in a breast. It’s a strong risk factor for developing breast cancer. Currently, the only way to know if you have dense breast tissue is to see how much white tissue there is on your mammogram.

Women with dense breast tissue, like all women over age forty, must have an annual mammogram to detect early, curable breast cancer. The challenge is that on a mammogram, breast tissue is white and breast cancer is white. Therefore, the ability to detect breast cancer with a mammogram is significantly diminished in women with dense breasts. What is even more daunting is that the risk for developing breast cancer is up to four times higher in women with dense breasts.3

Overall, mammography detects 85 percent of breast cancers, but in women with dense breasts, that decreases to between 45 and 65 percent.4 Although this is disappointing, it’s critical to remember that mammography still finds most cancers in women with dense breasts, and it remains an important component of screening for breast cancer.

If you have dense breasts, there are additional ways to look for cancers that are hidden in mammograms. MRI can certainly find these cancers. So can screening breast ultrasound, the same ultrasound that’s used to image babies in utero, which doesn’t use ionizing radiation. In fact, on an ultrasound, dense tissue is white and breast cancer is dark, so the ability of ultrasound to detect breast cancer in women with dense breasts is actually better. That being said, there are certainly still cancers that can be seen only through mammography, even in women with dense breast tissue.

If the report given to you by the radiologist indicates that you have dense breasts, you should insist on an annual screening breast ultrasound. Numerous studies, including some that we had the privilege of leading, have shown that in women with dense breasts, ultrasound can find up to 25 percent more cancers.5 That alone is a great stride forward. Furthermore, the types of cancer that ultrasound finds in women with dense breasts are clinically critical cancers—small, early, invasive breast cancer. These are the cancers we must find to save lives, because they have the propensity to metastasize and become killers.

It’s critical that women with dense breast tissue have annual screening ultrasounds in addition to annual screening mammograms to optimize their ability to detect early, curable breast cancers.

THE POLITICS OF BREAST DENSITY

The issue of breast density isn’t only medical but political. Women deserve the right to know about the importance of breast density. In 2018, twenty-nine states had laws that required an indication of a woman’s breast density be part of the letter that’s sent to her with her mammography results. In 2022, thirty-seven states and the District of Columbia had breast density notification laws, and a federal bill was introduced in Congress that year.

Where we work with and care for women in the District of Columbia, the death rate from breast cancer is the highest in the country. In response to this, Andrea Wolf, CEO of the Brem Foundation to Defeat Breast Cancer, helped write and pass the Breast Density Screening and Notification Amendment Act of 2018 (DC Law 22-261), which requires doctors to inform women of their breast density and insurance companies to cover not only ultrasound but also MRI and any future technologies to screen for cancer in women with dense breasts. Not only did the bill unanimously pass but DC went further and, with the support of the Brem Foundation, included the requirement that insurance companies provide mandatory coverage of the cost of the lifesaving additional annual ultrasound and other screening imaging studies for women with dense breast tissue.

Andrea’s vision and commitment to improving outcomes for women has resulted in her initiating a movement to change the wording of adjunct screening for women with dense breasts from “additional” to “essential screening,” since that’s what it is, and now the terminology that’s increasingly being used reflects this.

This was not enough for Andrea and the team at the Brem Foundation. For many underserved women, free mammography was not enough. There was an enormous barrier to obtaining lifesaving mammography: although one of the benefits of the Affordable Care Act was no-cost mammograms, underserved women often didn’t have the means to get to appointments. The Brem Foundation partnered with the ride-share company Lyft to develop a program to break down the barrier for under-resourced women called Wheels for Women, providing no-cost-to-them rides to their free mammograms. This program has been a resounding success and is being utilized by many more women than expected. Women’s lives are truly being saved by the breast density notification bill, the Wheels for Women program, and the change in language from “additional” to “essential” screening.

Anne K. is a successful writer who’s committed to living the healthiest lifestyle she can. She was deeply impacted by the fact that her mother had breast cancer. Anne also has dense breast tissue. Following a normal mammogram that showed her dense breast tissue, she had an annual screening ultrasound that demonstrated a small, highly aggressive breast cancer. She was shocked but also deeply grateful for the additional testing. She decided to take this opportunity to help others benefit from annual screening ultrasound. So when the Brem Foundation asked her to join them to testify before the Council of the District of Columbia (DC’s city council) to enact the bill the foundation had written and proposed, she enthusiastically participated. Anne took a life challenge and used it to improve, and indeed, save, the lives of many others.

Today, thirty-seven states and the District of Columbia have passed breast density notification legislation requiring that women be informed of their breast density. However, these laws are all different: some simply tell a woman she has dense breasts; some include information about other imaging modalities, such as ultrasound and MRI, that can find additional cancers that are hidden on mammography; and some require insurance coverage of the additional testing. Once again, breast cancer isn’t only a medical condition but a political one, that hopefully will further empower women with the knowledge they need to advocate for and seek the care they deserve.

Whether you have perky or saggy breasts doesn’t determine if you have dense breasts. Half of American women have fatty, non-dense breast tissue; the other half have dense breast tissue.6 In this case, fat is good. The fattier your breasts are, the easier it is to interpret your mammograms. Today, only a mammogram can determine your breast density. Excitingly, the FDA recently approved a new method to determine breast density without radiation. Developed by Delphinus Medical Technologies, this technology is known as SoftVue ultrasound tomography.

MAMMOGRAMS

Not all mammograms are the same. The newest technology is 3D mammography, or tomosynthesis. While 2D mammography shows a picture of the breast, 3D mammography shows images of slices or layers through the breast. That provides a significant advantage. Sometimes overlapping breast tissue hides cancer behind it with 2D images—3D mammography helps with that problem.

Every woman will get better results with 3D mammograms, but for women with dense breasts, the advantages of 3D mammography are even better, with a slightly higher breast cancer detection rate and a lower rate of unclear findings that require women to return for additional mammographic evaluation (known as callbacks).

There are potential risks from mammography, including the radiation required for the examination. However, it’s important to realize that your exposure to radiation on a flight across the US is greater than your exposure during a mammogram, and there’s absolutely no evidence that mammography has ever resulted in a single breast cancer. Nearly all physicists believe that there’s a threshold for the negative impact of radiation. That means that unless you’re exposed to radiation above a threshold that’s far higher than dozens of mammograms, the impact of the radiation is essentially zero and harmless. Therefore, with all the discussions of the pros and cons of mammography, the pros far outweigh any potential harm.

Screening Mammogram


	If you have no signs of breast cancer—no lump, no palpable findings, no new nipple discharge, no skin thickening, and no lesions—you can have a screening mammogram. Screening mammography is covered with no co-pay or deductible under the Affordable Care Act (ACA), so it’s free to the patient. Even if it’s early in the year and you haven’t yet met your deductible, screening mammograms are free! This isn’t the case with a diagnostic mammogram, which is performed for women with signs or symptoms of breast cancer. A diagnostic mammogram may well be covered by your insurance, but not without the deductible and co-pay of your individual insurance plan. Even if you’ve had a normal screening mammogram, if you develop a finding or a symptom between screening mammograms, you should have a diagnostic mammogram.

	With screening mammograms, whether 2D or 3D, you might get asked to return for additional imaging to get a clearer picture of what the radiologist found on your mammogram, what we refer to as a “callback.” Ten to 15 percent of women undergoing screening mammography are called back for more imaging. If you’re called back, it doesn’t mean you have breast cancer. Rather, it means the radiologist found something on your mammogram that needs additional evaluation. With 3D mammography, fewer women are called back. By law, you must receive the results of your screening mammogram within thirty days of your exam in writing and in “lay terms,” meaning language that everyone should understand. It should also tell you what your next steps are, such as another mammogram in a year, or additional imaging if there was an unclear area on your screening mammogram.

	It’s important to note that if you’re called back, the additional imaging is likely to determine that there is no cancer. So don’t fret if you get a call or a letter saying you need to return for more studies. Instead, think of it as an insurance policy to make sure you don’t have breast cancer. Generally, a few additional images or an ultrasound will clear things up. And if the imaging does find cancer, that’s the purpose of mammography—the opportunity to find early, curable breast cancer.

	After a suspicious finding, a biopsy may be needed to determine whether you have breast cancer. Today, all breast biopsies should be minimally invasively, performed with a needle, not a scalpel. The biopsy is similar in severity to going to the dentist. Local anesthesia is used to numb the area. There are no stitches, and many women return to their daily routine directly from the biopsy.

	As scary as it may seem, rest assured that the results of over 80 percent of breast biopsies are benign. (We will have more to say about breast biopsies later.)



Diagnostic Mammogram


	A diagnostic mammogram is recommended if you have any signs or symptoms of breast cancer, such as a new lump, new nipple discharge, a lesion on your nipple, or dimpling of the skin on your breast. A radiologist will review the images as they’re taken, order any additional imaging, and, if needed, recommend a biopsy. You should get the results of your breast imaging on the same day. Of course, if you do need a biopsy, it will take up to a week, or sometimes more, to get the results.

	Often, a suspicious or unclear finding can be resolved by comparing the current mammogram to your prior mammograms, so it’s a good idea to bring any prior mammograms with you to your appointment if you had the imaging performed at a different institution. If you go to the same place for your mammogram every year, they will have your prior images. If you had mammograms at other institutions, make sure to bring a disc with the images, not just the prior reports, since reports alone won’t be adequate for comparison.



MRIs

MRI is often needed to screen women who have a personal history of breast cancer, who previously had radiation therapy for lymphoma, or who have a finding of atypia on a breast biopsy. Additionally, women with a history of breast cancer in multiple family members or a personal history of breast cancer, especially premenopausal breast cancer, should consider having screening MRIs. Women with a mutation that substantially increases their risk of breast cancer, such as BRCA1, BRCA2, or any of the other increasingly identified mutations associated with a marked increase in risk of breast cancer, need annual MRI screening. The American Cancer Society now recommends that women with a lifetime risk for breast cancer of 20 percent or greater should have a yearly breast MRI, which should be done with intravenous contrast, in addition to annual mammography, since it offers the best way to see the earliest cancer. In some women, annual screening mammography along with screening breast ultrasound is needed to detect early, curable breast cancer. How you or your doctor determines your risk is discussed in the section on risk assessment in chapter 3. Note that not all physicians recommend MRIs for all high-risk women and not all insurance companies cover the study, so check with your insurer. Some doctors may not think MRI is needed, even for high-risk women. If you’re at substantially increased risk of breast cancer, you should advocate for yourself and insist on additional MRI imaging for the best chance to find early, curable breast cancer.

Understandably, patients often ask us whether they should have an MRI even if they don’t have an increased risk of breast cancer, since it’s the most sensitive test for detecting early cancer. There are a few reasons we don’t recommend this.

All MRI examinations for breast cancer require an injection with a contrast agent (commonly gadolinium). The contrast is injected into your arm and then circulates in your blood, allowing the radiologist interpreting the images to see areas in the breast to which there is more blood flow. In addition, the uptake of the contrast in breast tissue is different depending on the tissue type, with cancer taking up more contrast soon after injection and normal tissue taking up less contrast and later. We use this difference to find the smallest cancers with the greatest accuracy. Unlike mammography and ultrasound, which evaluate how tissues look, contrast allows us to evaluate how tissues function and in more detail. This difference makes MRI more sensitive for the detection of cancer. With MRI and some other tests, like molecular breast imaging (MBI) and contrast-enhanced spectral mammography (CESM), we see not only how tissues look but how they act, similar to MRI.

There are some concerns with the repeated injection of gadolinium-based contrast agents. Some women may simply not want to get an injection every year for a screening test, which is understandable. From a medical perspective, in 2017, the FDA issued a new warning when they learned that gadolinium—a heavy metal—accumulates in the brain and stays for months or even years.7 They haven’t found any evidence of harm from gadolinium or its accumulation in the brain, but we still would like to minimize the amount of heavy metals in the body.

An important note: When reviewing the results of breast MRI examinations, it’s important to be aware that the test can result in a false positive. MRI can show benign masses such as fibroadenomas or other findings that may lead to a biopsy. The tissue taken at the time of the biopsy is examined by a pathologist to determine if it’s cancer. Eighty percent of biopsies are not cancer (benign), but we have to examine the concerning areas seen on the study to find the smallest breast cancer. So although MRI is the most sensitive way to find breast cancer, it must be used judiciously.
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