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PART 1

Hail to the Queen


Breast cancer did not always irritate me. At first, it was simply one of the many cancers I had to learn about in my fellowship, essential knowledge required of all oncologists, especially because breast cancer was second only to lung cancer on the list of women’s cancers. I was lucky that some of the true world leaders in the field were my teachers and mentors, and boy, did they make sure I knew my stuff. Maybe this is where my irritation started: They saw breast cancer as more important than others, requiring that we fellows attend all the breast conferences while considering that the other disease meetings were optional.

I was impressed by how smart all the breast doctors were; they had so many facts at hand, backed with a seemingly endless supply of data to support refined, effective therapies for virtually every conceivable clinical scenario. As fellows, we were expected to master those details and recite them in return. Failure to do so resulted in more than a ruler across the knuckles; public shaming was the favored form of punishment. They made sure we knew that they thought the other cancers, such as colon, pancreas, or lung, were for the less sophisticated student. The apparent reasoning was that there was not much to learn beyond a few basic treatments and palliative care for the inevitable end-of-life management.

As a lifelong sympathizer with the underdog, I became a GI cancer specialist, choosing to focus my career on the most common, most deadly, and most unsavory group of cancers on our planet. In my sure-of-myself, I-can-do-anything-if-I-set-my-mind-to-it way, I was determined to show those breast doctors that we could succeed, too, and that they were not smarter—just better funded. Sure, I realized that reaching my goal would require a major change in culture, from massive reallocation of research funding to broad changes in public perspective. As I watched the dominance of breast cancer strengthen—more Race for the Cure events, more pink ribbons, more high-profile celebrities signing on to help what I increasingly saw as “their” cause—the more determined I became.

I quickly came to see the ubiquitous pink ribbons as the enemy, a symbol of unfair focus in our field. Breast cancer comes first, and the rest of us get the leftovers. Would increases in research for GI cancers mean sacrifices in breast cancer funding? Maybe, but so what if it did? The breast juggernaut was miles ahead of the rest of us. It was our turn, and we needed a chance to catch up.

Lacking a strategy, ignoring the risks to my career, unable to suppress my feelings, I began slipping my anti-breast-cancer message into every dinner party, every lecture, every grand rounds,* every video, every interview. I preached my gospel of resentment and jealousy of breast cancer to anyone who would listen. It evolved into my brand, and, as validation, former audience members recited my “brown ribbon” jokes back to me. The angry glares from my breast colleagues, including some of my best friends, confirmed that my message was being heard. I was sure that if enough people in high places heard my message, I could put the breast cancer machine in its place.

Thinking back now, if I actually had succeeded, Liza certainly would be dead.

After I became relatively known in my own field of colon cancer, I often attacked the breast cancer establishment. Here’s an excerpt from a sermon disguised as a lecture that I delivered many years ago.…

“Updates in Colorectal Cancer”

Department of Medicine Grand Rounds

University of Somewhere

March 2004

I would like to begin by thanking the organizers for inviting me to give grand rounds for your department. It is a great honor to be here representing Georgetown University, and it’s particularly heartwarming to see so many of you turn out for my lecture despite the rough weather today. I know how busy everyone is, and I hope that our time together can be meaningful, helping to ensure that you are up to date on the latest treatments for colorectal cancer. And for those of you in training, you med students, residents, and yes, even fellows, I hope that my words can either interest you in our field or, more likely, confirm why you wisely are going into dermatology.….

For starters, what is the most important cancer on our planet? Come on, you amazing test takers, anyone? Let me give you some clues. Which cancer type has by far the most funding? Which cancer are we racing to cure? Which one has an entire month dedicated to raising awareness?

Yes, of course, it’s breast cancer—the queen of all cancers. Hail to the Queen! OK, what color is the breast cancer ribbon? Correct, pink! Clearly everyone knows that one. Every “Breast Cancer Awareness Month,” formerly known as October, the entire National Football League turns pink; every flight attendant wears a pink tie or scarf; every cancer center lobby is decked out in pink for the annual breast cancer festival! OK, next question, what color is the colon cancer ribbon? Come on, you in front? Brown? God, I wish it were a brown ribbon—wouldn’t that be great? Better still, it should be in the shape of a curled-up bowel movement, and how about this…wait for it…it should be scratch and sniff!

Obviously, I’m jealous of the success enjoyed by the breast cancer world, jealous of their funding and their pink ribbon brand on everything. They always have better drugs, better outcomes, and flashier advocacy. We GI cancer people are forgotten, the stepchildren living under the stairs—frankly, I am surprised you even turned out for this lecture. Why haven’t our patients and advocacy groups risen up, pitchforks in hand, demanding more funding, better screening, better outcomes? Some say it is because no GI cancer patient survives to tell the story. Others say we GI people are too segmented and fail to speak with one voice. Maybe GI cancer patients sense the hopelessness associated with their cancer—advocacy efforts would only be wasted breath.

What evil, communist-loving, angry troll could possibly be against curing breast cancer? Even the Grinch, who notoriously stole Christmas, ran in the Whoville 5K to raise money for breast cancer. What loser would do otherwise?

You are looking at him.

Breast cancer has become almost sacred, untouchable, and yes, I am committing blasphemy right in the heart of the Bible Belt. As you can tell, I feel strongly that the time has come to rebalance our investments, not to take away from breast cancer research but to make equal the funding and support for all cancers.

Do you all know that over $100 million annually since 1992 is appropriated in the Department of Defense budget exclusively for breast cancer research? How on earth did our government decide to include breast cancer research in the same budget as bombs and tanks? This effort began in the mid-1970s when First Lady Betty Ford came out about her breast cancer. She broke social norms of the time and persuaded Congress to insert big bucks into our Department of Defense budget specifically for breast cancer research, I suppose, by arguing this was in our national security interests. No one in Washington will ever have the nerve to cut breast cancer research funding out of the DOD budget. It would guarantee defeat at re-election. Cut the National Cancer Institute budget, sure, but never breast cancer funding.

Why does this matter? Because, like moths to flames, researchers are drawn to grant money, and all their research has yielded impressive results. Over 90 percent of all women diagnosed with breast cancer will live five years or more. Most of them will be cured. Sure, the breast machine has real challenges. For example, they recently defined a sub-category called triple-negative breast cancer that rivals even the worst of the GI cancers, but triple-negative is not that common. Maybe our government could wake up and realize that most of the military is actually male and unlikely to get breast cancer. So maybe they should spend some of their seemingly endless budget on GI cancers before they invest even more to research triple-negative breast cancer.

Avon, African American Breast Cancer Alliance, Breastcancer.net, Breastcancer.org, Komen, Susan Love, National Breast Cancer Organization, National Breast Cancer Foundation, Men Against Breast Cancer, Mothers Supporting Daughters with Breast Cancer, probably even a group called Golden Retrievers Against Breast Cancer. Everyone is interested in beating breast cancer.

Why am I angry about the success of breast cancer research? Just yesterday I saw twenty-seven patients, each with a diagnosis of a GI cancer. The youngest was twenty-six, the oldest was eighty-seven, men and women, young and old. Of the twenty-seven, twenty will die on my watch, most within the next year. What is especially painful for me is that, aside from their family and friends, no one really notices. No one is organizing marches or fundraising for my patients. We are all too busy dusting off our pink ribbons for the next breast cancer event to notice the steady stream of people with other cancers dropping like flies.

Only recently have we embraced the fact that cancer is not one disease. The more we learn, the more we see just how unique each cancer is, meaning that lessons learned from one cancer type rarely apply to others. This basic principle took our multi-billion-dollar research industry years to actually comprehend and even more to embrace. (We are surprisingly slow.) As each cancer type becomes more complex, we physicians have had to respond by becoming even more specialized.

Most major cancer centers divide into teams, each with an interest, better yet a passion, for one particular kind of cancer. My new job as chief of our division is a lot like a baseball manager’s, needing to field a team where players are very specialized—starting pitchers, relief pitchers, closers, catchers, infielders, outfielders—all working together but playing their individual role. Our team needs breast docs, lung docs, lymphoma docs, colon docs, etc., to provide the best care for our patients. As is true of baseball players, I have come to notice that people interested in one type of cancer have similar personality traits.

Breast cancer people never stop talking. Every point, even the smallest detail, requires a lengthy discussion of the pros and cons. Their clinics take forever—our group demands ninety minutes for a new patient visit when the rest of us can do it in sixty. What are they talking about? For God’s sake, get on with it. Every breast study that was designed to produce a definitive answer instead produces more nuance that then requires more discussion. They pick every little bit of data apart and get drunk on data overload, but still act as if it was the last bit of new evidence they were ever going to see. Breast docs drive me crazy.

Lung cancer docs are hardened, tough, mostly men. It is a bad disease, and patients die quickly from this obviously self-induced cancer—except when it isn’t. Lung doctors are non-judgmental, cool, unemotional.

Hematologists are the smartest members of our team. Just ask them! They have to be hardworking and fast on their feet because of the aggressiveness of the cancers they treat. Unlike many of us, their hard work has a good chance of fixing people. They are full of themselves, a bit like peacocks.

GI oncologists are the Gryffindors of the cancer world. We are by far the best humans God ever created: caring, loving, trying very hard, knowing we are going to fail ultimately, ever hopeful. We don’t mind the smell of poop. Colon cancer is just plain gross—at least that is the public perspective. The fear of a diagnosis (the bowel prep alone freaks people out) and the fear of having an ostomy for life (actually pretty rare) are so great that many never get screened. Even my good friends who know very well what I do for a living regularly ask me, “Do I really have to be screened?”

“No,” I calmly reply, handing them my business card, “but I can see you next Tuesday.”

Of course they should get screened! Can you imagine a woman admitting that she had not had her mammogram? It never would happen.

Bear with me just a bit longer because I need to make one more point. Our center was originally a GI-focused center—we cared for Vince Lombardi. He had moved to D.C. to coach the team then known as the Redskins, and like all things (except Joe Gibbs) that touch the Washington Football Team, he died. Our early faculty were among the great GI cancer pioneers.

In 1988, all things changed. Marc Lippman joined our center as the director the same year I started as an intern. Marc is a world leader in breast cancer. He brought more breast researchers to Lombardi, following the ever-growing mountain of breast research dollars, and it was transformed into a globally recognized leader in the field. Pink ribbons were the norm. Fliers advertising “Look Good, Feel Better” programs just for breast patients were posted at every elevator. In the middle of the clinic waiting room that we all share, we built the Nina Hyde Room, funded by breast cancer philanthropy and dedicated to the Washington Post fashion editor who died of breast cancer. Technically, the space was meant for everyone but was intended specifically for breast cancer patients. There was no subtlety to it; breast cancer ruled!

Take a minute to reflect on this. Have you ever thought how a cancer patient who does not have breast cancer feels when he or she sees all the pink paraphernalia, all the resources dedicated to one cancer? They rarely express their resentment—too put down, too tired, too jealous. Second-class citizens. Not worthy. Non-breast-cancer patients do not say anything. I feel strongly that we should help them find their voice.

So the next time you see an ad for breast cancer research, an offer to participate in a three-day race to cure, or read yet another New England Journal article proclaiming yet another therapy that further improves the outcomes of breast cancer patients, you might reflect on the rest of us. We are literally dying over here. Without advocacy, without dedicated research funding, we will never move the bar for our patients. I ask you here today to join our choir, be the voice for the non-breast-cancer community, help break the spell, hear the cries of those continuing to suffer, not previously heard above the hosannas for breast cancer. We too need funding for research. We too need to look good, feel better.

I know a few who have heard my rants and joined the crusade. One person made me a ceramic brown ribbon, probably in a beginner’s pottery class. It is nearly a foot across. It is clearly brown, it is clearly a ribbon, and it resembles a bowel movement—a good one, not a mushy one. It greets all who enter my office.

If only it could have been scratch and sniff.

OK, then. Before I use all my hour ranting about breast cancer, maybe I should actually share our research on colorectal cancer….


	*Grand rounds are lectures typically delivered in academic medical centers by visiting speakers to educate medical trainees.
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The Announcement


Thanksgiving week of 2006 came with its usual flurry of school and family activity. The regular routine involving Thanksgiving pies pickup on Monday, Grandparents and Special Friends Day on Tuesday, and then no school on Wednesday, every mother’s dream as she schedules the shopping, cooking, and other preparations for the big event on Thursday. We usually went to Kentucky for Thanksgiving to see John’s family, but this year we changed our plans and stayed home. We invited my parents and sister, Lucy, as well as Dr. Claudine Isaacs and her family for Thanksgiving dinner. Claudine is a breast oncologist at Georgetown Hospital and a friend of ours since she and John did their oncology fellowship together at Georgetown in the early 1990s. It was going to be a hectic week as we prepared to feed eleven people what we hoped would be a gourmet feast.

When I woke up Monday morning, my major focus was on logistics and figuring out the answer to the question: How was I going to get it all done? I got the kids to school and came home to try to clean things up before heading back to supervise the Thanksgiving pie distribution, a school fundraiser I had organized that year.

John called mid-morning to go over the logistics for the evening, getting one child to basketball practice and another to a piano lesson, fixing dinner, feeding the dog, purchasing the groceries for Thursday’s meal. As we chatted, he became distracted by a colleague entering his office. “Dr. Liu is coming into my office. What can I do for you, Dr. Liu?” he said cheerfully. I glanced at my computer, quickly scanning incoming e-mails while his attention was elsewhere, assuming he and Dr. Liu had some business to transact.

“You have breast cancer,” I heard my husband the oncologist say. His voice was incredulous, choked. I jolted back to attention. “You’re kidding,” I said. Not a very funny joke, but John likes to push the envelope and say shocking things to people to get a laugh. Sometimes they fall flat; this one was falling flat. Then I heard him talking to Dr. Liu in the background and asking what she was showing him. “No, I’m not,” he continued. “Minetta just handed me the pathology report from that breast tissue specimen research you did, and it shows cancer cells in your lymph system.” I really couldn’t process this. Dr. Liu wasn’t my doctor. She was a colleague of John’s, a breast oncologist at Lombardi Cancer Center. I knew her socially from work events, but I had no idea why she would be appearing in John’s office in the middle of a workday to tell him I had breast cancer.

* * *

A brief history of my breasts. There were two of them, and they had been relatively trouble-free over the years—although I was the last girl I knew to acquire them. They had always been small, a point of some disappointment for me, which probably turned out to be a good thing later on. My mother, who did not have the problem of small breasts, tried to make me feel better by telling me that breasts were mostly fat, and because I was thin, mine were not large. That was small comfort when I was a teenager and large or at least average-sized breasts seemed to be what interested most teenage boys. Eventually, when I went to college, I met men who seemed to be able to see beyond (maybe above?) the breasts. I think John was actually attracted by my general body type, not that he would have complained. I have known women whose husbands asked them to enlarge their breasts, but it would be out of the question for John to ask me to alter my body for his pleasure. To be honest, he probably would be afraid to ask because he knows that I am strongly opposed to unnecessary surgery and that I have strong feelings, not positive, about a society dominated by the opinions and preferences of men. And he knows that I can be pretty fiery when pushed.

So we have made do over the years with what the good Lord gave me and enjoyed a mutually gratifying sex life. The physical health of my breasts had been relatively good. I had a cyst in my left breast in my early twenties, which occasionally became painful. My gynecologist recommended that I reduce my caffeine intake and take vitamin E. When I was nursing my children, my breasts served all of us well, and they both thrived. I had the usual issues of sore nipples, and my son did reject my right breast frequently, which the new mother bible of the time, What to Expect When You Are Expecting, warned might mean I had cancer in that breast. But after a few tears and a small bout of fear, I determined I was being silly, and we moved on. I wonder if he knew something then that I didn’t.

A much more personal introduction to breast cancer came out of the blue—as cancer almost always does—in the fall of 2001. A friend of mine and the intrepid room mother for my son’s third-grade class, Holly Richardson, pulled a few of us aside one day in the hall at school to say that she had had a mammogram that indicated that she had a mass in her breast and that she was going to have surgery. I was the only one in the group who had not had breast cancer, so I obliviously tempted fate and joked that I felt left out of the club. They all looked at me as if I was a dolt, which I clearly was, and one of the mothers said with a horrified tone, “You don’t want to be in this club!”

Holly had her surgery a few days later, and when I next saw her, she told me that the surgeon had burst into tears when she gave Holly her pathology results: All of the lymph nodes they had removed were positive. I knew that meant it was bad, that the cancer had likely spread beyond the breast. I also knew that many people die of breast cancer, even those who are forty-six years old, and that surgeons don’t usually burst into tears when giving patients their pathology results. (I made a note not to go to that surgeon in the future.) Holly was clearly panicked, and I told her that she should call John and get in to see someone at Lombardi, one of the best places to go in the United States if you have breast cancer. John greased the wheels for her, as he has for so many, and she was quickly seen and started chemotherapy. Things went well for about nine months, not counting the side effects of chemotherapy and radiation.

With Holly, a proper South Carolinian and pillar of every community she was in, you wouldn’t know there was ever anything wrong. There were occasional glimpses into her fear that she would show a very few people. Once she asked John if this would be her last Christmas with her kids. (He assured her it wouldn’t.) She kept up her full-time job as an assistant to a United States senator, and she acted as the primary caregiver for her two children, who were in third and seventh grades. She continued as room mother while also serving as president of the school Parent Teacher League. Holly’s fresh baked goods appeared for almost every occasion in which she or her children were even tangentially involved. I imagine she continued to entertain and probably made food for people in need. Cancer still didn’t look that bad.…

That is, until the following summer when Holly’s husband, Phil, called us from their car as they were driving to a picnic at a friend’s house, taking whatever delicious food Holly had whipped up for the occasion. “Can I talk to John?” I handed the phone over. Phil told him that Holly’s face had suddenly drooped on one side and that she had endured an intractable headache for a few days. John told them to go to the emergency room immediately. It seemed obvious that Holly had metastases in her brain, quickly confirmed by an MRI. She was admitted to the hospital so they could start more aggressive and directed treatment. John and I went by to visit her the next day, and she and Phil were clearly terrified. Who wouldn’t be?

The next few months were awful for everyone. We all tried to help Holly and the family with food, a schedule of friends to keep her company at the hospital, whatever we could think of. Holly’s parents sat in her hospital room looking both dazed and angry. Phil looked bewildered. Holly soldiered on, taking whatever treatment was offered, not letting on to anyone, even the medical staff, that she had gone blind, suffering a device implanted in her scalp to deliver the chemotherapy directly to her brain, trying to walk to the bathroom and avoid using the bedside commode because that was a concession to the cancer and undignified behavior. It was a portrait of desperation and courage and immeasurable grief. I did what I could, visiting Holly frequently, trying to help with her room mother role at school. John and I talked about her situation almost constantly. It was terrible to watch someone descend so rapidly, knowing there was little hope. Finally, on September 30, 2002, Holly died. Her standing-room-only funeral remains one of the saddest I ever attended.

While my own breasts seemed fine, the experience we had with Holly’s short battle made the specter of breast cancer much more immediate and its potential deadliness a new reality. All her friends were left both numb and terrified by what we had witnessed, and we continued a sort of support group for several years not only to honor Holly’s memory but also to lean on each other after the trauma. Her story still comes up frequently in conversations; her friends remind each other of details of how we found out what she had, how bad it was, how quickly she died, what things she said. We remember her incredulity that anyone would suggest she couldn’t still be the room mother, even though she was clearly weeks from death. We continued to speak of her and our experience in hushed tones and looked at each other aghast as we relived it all.

In the spring of 2006, four years after Holly died, I was doing my monthly breast self-exam and found a hard lump in the upper-left quadrant of my left breast. I moved my hand away and then returned to the spot, palpating it again to see if I had imagined the hardness. I hadn’t. My adrenaline kicked in as the panic rose. I reminded myself that I had had cysts before and this was most likely another one, but I knew there was a chance it wasn’t, a chance that breast cancer had made its way to me. I knew I had to get it examined by someone with “breast lump” experience. First, I told John and asked what he thought I should do, not because I didn’t know but rather because I wanted a judgment on whether I was over-reacting. “I’d get it checked,” he said in a blasé way. We decided I should go first to see my gynecologist and have her take a look. After probing and asking a few questions, she advised me to see a breast oncology surgeon to have a further look, but she reassured me that it was unlikely to be anything scary. However, it’s nearly impossible not to be scared and start the “what ifs” when you are sent to the next level of medical investigation.

I was remarkably fortunate that one of John’s colleagues was Dr. Shawna Willey, a surgeon at Georgetown University who was recognized nationally and internationally for her expertise in breast cancer. She was sought out by many women in the Washington, D.C., area and beyond for her medical abilities as well as for her kindness, caring, and gentle humor—qualities often in short supply among surgeons. I went to see her almost immediately. She examined me and said she didn’t think that the lump was anything scary, but she wanted me to have an ultrasound and a mammogram. The radiology report found that I had “an ovoid solid lesion measuring approximately 1.3 cm” and recommended a biopsy.

Dr. Willey sent me for an ultrasound-guided core needle biopsy the following Monday. The radiologist who performed the test warned me that the noise would be somewhat unpleasant and that although they would numb my breast, I would feel the pressure of the needle shooting in. It was a bit off-putting, having a piston-type device forcefully injecting itself into my breast several times. The radiologist was calm and matter-of-fact, but she knew that almost every woman who walks into her procedure room is afraid of both the test and what it will find, so she was also warm and soothing. A few days later, the pathology report came back, and Dr. Willey called to tell me. Diagnosis: “Benign breast tissue consistent with fibroadenoma.”

Phew! Now I could go back to my regular problems!

Hence in late October that year, when I was standing naked in front of the mirror in my bathroom one morning brushing my teeth after my shower, I wasn’t too panicked when I noticed that one of my breasts was swollen. I wasn’t even sure it was. It didn’t hurt or feel any different to the touch. I try not to be a hypochondriac, and I had never heard of breast cancer presenting with a swollen breast, so I took a second look and then asked John, “Do you think my right breast looks swollen?” Again, he seemed pretty nonchalant and said, “Yeah, maybe. You could have Shawna look at it.” I called to make an appointment. When we met at Georgetown a few days later, she too seemed nonchalant. We chatted about our children and life, and she ordered a mammogram and an ultrasound. I headed down the hall in my hospital gown for the procedures, then raced home to attend an afternoon of kids’ soccer games.

The radiologist’s report on the ultrasound from that day concluded: “It is uncertain if this is a real lesion. The patient could return after the onset of her next menses, with the idea of performing a repeat ultra-sound. If this lesion persists at that time, it should be amenable to an attempted ultrasound-guided core biopsy.” Interestingly, the mammogram report stated that there was nothing suspicious. Mammogram reports have always noted that I have dense breasts and that it is harder to see changes in dense breasts. My mammogram report also noted that approximately 10 percent of all cancers will not be detected by mammography, my first encounter with percentages I did not like. Dr. Willey told me that she would like me to have a core needle biopsy, and we scheduled that for a few weeks later.

On November 16, 2006, a week before Thanksgiving, I arrived at Georgetown for my biopsy. I sat in the breast procedure waiting room, shivering and scared. I was now at the next level of medical investigation, which I knew could still turn out to be nothing, but it was getting harder not to play the “what ifs” game with myself and to keep a brave face.

Eventually John appeared, looking worried as he prepared to join me for the procedure. A few minutes later, a med tech called us back to a procedure room and helped me onto a table. She noticed that I was cold and brought me a warm blanket, which provided some comfort. Then nurses arrived with paperwork, one to affirm informed consent about the procedure, the second to ask about my interest in participating in a research study by permitting my breast sample tissues to be bio-banked for research. I didn’t have to think long. I am married to an oncologist who has long advocated participation in clinical research. My belief system is grounded in the notion that people working together and giving of themselves will improve life for everyone. Plus, I love completing paperwork. (Yes, you read that correctly.) There is something so satisfying about knowing all the answers to the questions, so that was an easy yes.

The radiologist Dr. M arrived. She was petite and dark-haired with a gentle manner. Despite being a procedure room filled with metal instruments, the space was almost soothing. The lights were low so that the radiologist could see the screen, and the screen itself gave off a warm ambient light. I lay there as still as possible with the ultrasound wand pressed against one side of my right breast, while the spring-loaded needle once again shot in and out of the other side of my breast. The radiologist acknowledged that while she was using the ultrasound machine, she couldn’t see anything in the breast, so she was following Dr. Willey’s direction as to the target area. This complicated matters for the doctors and, of course, for me. After several passes at the breast with the spring-loaded needle, Dr. M wrapped up the process and reminded me that I should ice my breast for the rest of the day to keep the trauma to a minimum, an admonition I failed to follow, so I ended up with a black-and-blue breast for another week.

Soon that was going to be the least of my problems.

I don’t know when I would have heard that I had breast cancer if I had been just another patient going through the regular channels. Because I agreed to have my tumor bio-banked and because my husband worked down the hall from the researcher running that study, four days after my core needle biopsy, I found out I had breast cancer from my husband. He knew it even before the doctor who ordered the test did. Dr. Minetta Liu had received the pathologist’s report that there were tumor cells in the sample I had provided as a routine part of her study. (John remembers the details differently. In his memory, he learned of my cancer because he was accidentally copied on the pathologist’s report.)

My guess is that with other patients, that information would have gone to their surgical oncologist, who would have called the patient with the life-changing information as part of his or her normal process. Dr. Liu would have gotten it, too, but I imagine she would have let the process go forward through the surgical oncologist’s office, perhaps just checking to be sure the oncologist saw it and would follow up with the patient. However, as soon as that report appeared on Dr. Liu’s desk, she walked to John’s office with it when I just happened to be on the telephone with him.

Did other people married to doctors find out about their medical problems this way? Would this foreshadow how other chapters in my medical odyssey would unfold with John knowing things about my medical condition that I didn’t? It wouldn’t be all bad, of course, to have someone who knew about cancer checking in every day, watching over me and my care. But I didn’t know if I felt comfortable with him being in charge of this either, even if by default. He’s not inclined to keep his opinions on how we all should do things to himself. I had managed medical care for myself and the children pretty well thus far, and I didn’t want to feel the need to check in with John or have the thought that he had all the information and I didn’t. But maybe I would want to be told what to do. Did I want to know everything, or didn’t I?

“Well, what do I do?” I said, my voice teetering a bit out of control. “You need to get an MRI and CT scan right away, this afternoon,” John said.

“But I can’t!” I protested. “I’m running the holiday pie distribution at school, and the pies are due there in two hours.” I fretted about the pie delivery, the other mothers who had signed up, the chaos that surely would ensue without my organizational skills. “I have to be there.”

John kept calm but was insistent. “I’ll come and help, but you need to come in today.”

I don’t know if this is the approach he has with his own patients (not that he would step in and assume whatever quotidian responsibility stood between the patient and a necessary test). Nor do I know that other oncologists tell their patients a scan must be done the day the pathology report comes back. But here the intersection of oncologist and husband led to barely controlled panic and a call for immediate action. He might already have been trying to figure out how he was going to raise the kids alone. I had been complaining about neck pain for a couple of weeks, so he was certain the cancer had already metastasized to my cervical spine. Plus, Thanksgiving was coming in three days, and that meant waiting at least a week for anything to happen if I didn’t go in that day.

I heard the panic in his voice and the unprecedented offer of taking time away from work to participate in a mundane school activity, so I accepted. I somehow got myself to the school in time to receive the pies and not to let on to those who were helping that anything out of the ordinary was happening, even as my insides roiled with shock. John arrived, and we organized and sorted the pies as quickly and calmly as possible, then exited.

John’s appearance at school did not go unnoticed; our daughter, Emma, who was in fifth grade, ran across him in the front hall and was immediately aware that something was not normal. “What are you doing here?” she said. “Just helping Mom with the pies.” John casually replied.

“Oh,” she said skeptically, and she headed back to class.

John had called my parents earlier and asked them to pick the kids up from school. He told them what was going on. I wasn’t up to talking to anyone or even saying out loud that I had breast cancer. I was spiraling, trying to keep everyone else’s life normal while trying to process what was happening to me. And it did feel as if it was happening to me: Here’s what you have; here’s what you need to do; here’s where you need to go.

And, always, here’s what happened to Holly.





[image: Image] CHAPTER 2

The Calling to Cancer


I was born into a world where I believed the parental line that I could be whatever I wanted to be—equipped with basic innate gifts, amazing mentorship, love, support, and seemingly unlimited funds—not to mention being a white male. My mother’s cancer was my first experience with disruption, my first real loss, a wound I carry that has never really healed. Our family’s financial collapse followed a few years later. Between the ages of thirteen and sixteen, I had a crash course in loss. I learned what it felt like to have nearly everything one minute and to have lost almost all of it the next. I learned that our existence is fragile and requires constant vigilance to maintain, with someone always on patrol to guard against the wolves and to keep the mouths fed. The feeling of loss terrified me. I hate being cold, and I hate being hungry. I would never survive on the street or in the wild. (My family refers to me as the “Prince and the Pea.”)

I became obsessed, and still am, with preserving and protecting our family and our way of life. I know sudden, dramatic loss can happen to anyone, no matter how prepared. My blood pressure rises, and my heart races at even the thought, pushing me to build even more layers of protection and put yet another safety net under us. Cancer taking my mother, quickly followed by our version of “Black Tuesday,” was by far my most fundamental motivator in life. I was not going to let cancer hurt my family again. I was going to cure cancer, and I was going to provide financial stability for my family while doing it.

I was born in Frankfort, Kentucky, in 1961, between an older brother and a younger sister, and raised in Lexington by loving parents who made our house the magnet for the neighborhood kids. I attended the best school in town and took advantage of every opportunity available, from YMCA Indian Guides (certainly no longer a politically correct moniker) to basketball, soccer, and Little League baseball, as well as world travel. Always the showman, I organized summer backyard fairs complete with miniature golf courses and Halloween haunted houses in our basement. I kept the crowd laughing with a raunchy sense of humor typical for a ten-year-old boy with a smart mouth. I always knew I wanted to be a doctor because I loved science and seeing people naked.

My father was and still is the “fun” parent: creative, witty, warm, adventurous, and accepting of all shortcomings. Although he worked hard, he always left work at five o’ clock to play with us kids. He loved boats and new gadgets. My father was not just an idea guy; he was a “big idea” guy—in my eyes, his most admirable trait. In one of his incarnations, he successfully developed farmland that was situated between small Kentucky towns and exits off Interstates 75 and 64, building themed strip malls with a Kroger grocery, a drugstore, and local specialty shops, bringing jobs and access to small-town America.

Even though I knew her for nearly fourteen years, and I was apparently a “mother’s boy,” memories of my mom are hazy, with vast chunks missing, maybe suppressed. What memories endure are almost certainly idealized; dead mothers become saints. My mother was in charge. She was the detail person for our family. She organized us and everyone around us. She made our home safe, warm, and predictable. She was the rudder in my father’s boats—in fact, even though she never really liked the boats, they were named for her, each christened “The Lady Jane.”

Mom set the standards we lived by. She was all about duty: to others, to God, to fulfill one’s potential. She was respected, valued, and loved by all. Her love and care for others were at odds with a streak of narcissism. She was quite pretty, maybe more elegant than pretty. She loved fine clothes, traveling to Europe, and shopping in New York, eager to parade the latest fashions before our central Kentucky neighbors. It was important that we display our sophistication to show the rest of Lexington what the outside world was up to.

When I did well in school or other aspects of life, Dad was never over the top with praise, as so many parents are today. There were no trophies for participation in our house. His line was always, “If a boy like you does not do well, then who will?” Dad always bragged about me and my siblings to his friends, but praise was rarely directed to us. As a result, I developed my own set of expectations. I felt driven to succeed. With each new achievement in school, with each advance in my career, I got the same line:

“If a boy like you doesn’t succeed, who will?”

As with so many sons and fathers, no matter what I did, I never got that longed-for trophy. I could only disappoint; I became determined to never disappoint—anyone.

Church was a big part of our life. As Baptists, we attended church Sunday morning, Sunday night, and Wednesday night. I sang in the Youth Choir, belting out hymns and anthems with my best church friend, Tim. We were so awesome that I believed a career in Broadway musicals was there for the asking. (I had not yet learned never to believe my own press.) At Calvary Baptist Church, I discovered that I love an audience.

The Baptist church tortures its young people by having Bible drills, an incredibly stressful public competition among teenagers. It rewards those who could find Bible verses the fastest, those who could memorize the most verses (no prize for understanding their meaning) and obscure Bible facts, hastily crammed just when your real schoolwork is starting to get hard. I hated Bible drills, but they turned out to be among my first public speaking experiences. To avoid the embarrassment of being unprepared in front of God and everyone, I did my best to know my verses, but when I didn’t, I adopted the rescue technique to make ’em laugh. While Baptists did not allow dancing, it turned out they did like laughing.

I am forever grateful that Mom showed me where to find God, how to talk to God, and more important, how to listen for God. She lived her life following the Golden Rule: We tried to do unto others as we wanted done to us.

She was diagnosed with non-Hodgkin’s lymphoma in the late 1960s when I was about eight. I have no memory of her early years of treatment because in those days, kids and almost everyone else were sheltered from serious illness. We kept on living our enchanted existence: maintaining our busy schedules with school and sports and terrorizing the neighborhood. We were not to notice that Mom lost her hair, no longer could be the den mother, and stopped teaching Sunday school. (I’m not sure if she actually did stop teaching, now that I think of it.) We were not supposed to ask why my sister and I were sent to Dallas to spend the summer with our cousins. Everything was going to be all right. She was going to get better. No need to worry.

The last time I saw Mom, she lay curled in a hospital bed, weighed less than eighty pounds, and could not really speak
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