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Advance praise for Breast Cancer Husband

“No one should face breast cancer alone. But how does a husband support his wife when he may be feeling frustrated, sad, and angry himself? Author Marc Silver fills an essential niche with his book, Breast Cancer Husband, offering emotional support and practical advice to help men be compassionate caregivers—everything from tips for talking to children to a frank discussion of sexuality and intimacy.”

—Nancy G. Brinker, founder of the Susan G. Komen Breast Cancer Foundation

“When cancer happens, it happens to the entire family—not just the person with the diagnosis. Marc Silver knows this and—thank goodness—has written an honest, informative and, yes, even humorous guide for breast cancer husbands. A must-read for every man who’s learning to live with breast cancer.”

—Diane Perlmutter, CEO, Gilda’s Club Worldwide

“A clear, concise crash-course that lists the best ways to help when a man sets out to support his wife through the ordeal of breast cancer.”

—William H. Goodson, III, M.D. breast surgeon and clinical research scientist, San Francisco

“Breast Cancer Husband bravely and honestly discusses topics—including talking with your children about the diagnosis, the nuances of diagnosis and therapy, and intimacy issues—that men need to understand to be helpful, supportive partners in the battle against cancer.”

—Mikkael Sekeres, M.D., staff oncologist, at the Cleveland Clinic Foundation and author of Facing Cancer

“If the woman in your life has breast cancer, you will likely feel less alone, and more confident in your skills to support her emotionally and practically, after reading this book. Marc Silver deftly blends expert advice, personal accounts, and the latest research to create a lively and highly readable resource for men who love a breast cancer survivor.”

—Leslie R. Schover, Ph.D., professor of behavioral science, University of Texas M.D. Anderson Cancer Center

“Marc Silver has written the book that every woman faced with a diagnosis of breast cancer will want her husband to read. It’s honest, engaging, and inspirational. I will highly recommend it to congregants and clients.”

—The Reverend Debra W. Haffner director, Religious Institute on Sexual Morality, Justice, and Healing

“The only book of its kind, Breast Cancer Husband offers straightforward, honest, easy-to-read information that will help husbands and their spouses deal with this devastating disease. If only we had had Marc Silver as our mentor when we got the diagnosis of breast cancer with its maze of decisions and emotions! His book is truly a Godsend.”

—Allen and Linda Anderson, coauthors of Angel Cats: Divine Messengers of Comfort and founders of the Angel Animals Network

“Indisputably, the crushing burden of breast cancer falls on the woman. Yet husbands soon learn that they too have plenty of picking up to do: the slack, her spirits, the house, the pieces. Marc Silver’s book helps husbands cope.”

—Jack Burlingame, breast cancer husband and founding board member of the breast cancer group Men With Heart (menwithheart.org)

“I read this book through in a single sitting, and I was immediately struck by the commonality of experience among all of us breast cancer husbands. As different and varied as our stories may be, we all share many consistent elements. That, I think, is what makes this book invaluable to any man who is faced with being a breast cancer husband. The knowledge that many other men have felt the same fear, uncertainty, sadness, and guilt when confronting this disease in their closest loved one cannot be overvalued. Example: Who knew there were other “car criers?” All this time I thought it was just me! There is no sugarcoating in this book: it is a sometimes brutally realistic look at the reality of living with cancer, with just enough science to make it informative and a liberal dose of gentle but very necessary humor. A must-have for any (reluctant) breast cancer husband. I only wish I had the benefit of this book during my rude introduction to the world of breast cancer.”

—Frank Sadowski, vice president, Consumer Electronics Merchandising, amazon.com, and breast cancer husband
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Foreword

Does the world need yet another book on breast cancer?

Bookstores and libraries carry dozens of books about this disease. Many of these breast cancer books do an excellent job explaining the nature of the disease. From my work as a medical oncologist who treats many breast cancer patients—and from my own experience as the husband of a breast cancer survivor—I know only too well how devastating it is when cancer is diagnosed, and how overwhelming the consequences of that discovery can be. A well-researched text can add a new perspective to consider, a clarification, a way of deciding which of the many avenues of treatment to pursue.

But there is a significant gap in the literature of breast cancer. Of the 210,000 women in the United States who are diagnosed each year, many go through treatment with their husband by their side. Yet books that speak directly to the husband are rare.

Breast Cancer Husband is true to its title: This book was written by a journalist whose wife was diagnosed with this malignancy. It is one of the few breast cancer books to speak directly to the husband as he partners with his wife on this unwelcome journey.

Written from the husband’s perspective, the book seeks to provide the spouse with the information he needs to comprehend what his wife is going through—and to help her as she ponders the necessary treatment decisions that she must make in this most turbulent of times in a family’s life. Drawing upon his abilities as a reporter, the author has interviewed surgeons and oncologists who treat breast cancer patients, as well as the women (and their husbands) who have learned by going through treatment themselves. Using their information and insights as well as his own experience, he navigates the maze of treatment options, the vagaries of each treatment, the frustration of not knowing the answers to so many questions: Why did this happen? What can we do to prevent it from happening again? What does the future hold?

This book plays another vital role as well. The husband of a breast cancer patient is a bystander. But he, too, is traumatized by the diagnosis, and is desperate to lighten in any way possible the burden his wife must bear. Yet as the husband goes to doctor’s appointments with his wife, the doctor typically does not have time to counsel him on his role. In this book, you will find answers to many of the questions you will face, from the mundane matter of what to prepare for dinner after a chemotherapy session to the awkward question of how to maintain a sense of intimacy in a relationship when your wife is reeling from the detection of a potentially lethal condition.

Breast Cancer Husband will be helpful to husbands in many ways, and perhaps in no more important way than to reinforce the lesson that I have learned as I have seen couples go through treatment together: the support of a spouse can make a significant difference to the patient. At a time when a woman’s world is bowled over, when her optimism and confidence in the future is greatly tested and she is suffering the sudden loss of blissful ignorance, her husband can be a source of emotional strength, providing a shoulder to lean on. The patient has an ally when going to the doctor’s office, where the information she receives may be unpleasant or frightening, regardless of how it is provided. If a patient comes alone, she may be completely mixed up by the information she hears. She has no foil to echo what happened in the office. The comfort of having a husband—one willing to subjugate his needs and schedule and time to help her—has to be of immeasurable benefit.

Yet it is deceptively hard to give the kind of support a patient needs. The husband has to understand that he is not the patient. His wife is. The breast cancer husband will at times be frustrated and overwhelmed. But as you will see when you read this book, such emotions are perfectly normal. And readers of this book will gain insights into how a husband might cope with such feelings as he seeks to provide solace and support for his wife.

So is this just another book on breast cancer? The answer is a resounding NO! The unique perspective it provides is a welcome addition to the breast cancer bookshelf.

Frederick P. Smith, M.D.,

medical oncologist affiliated with Sibley Memorial Hospital in Washington, D.C.
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Introduction

In September 2001, I became a member of a club I really didn’t want to join. My wife, Marsha Dale, was diagnosed with breast cancer, and I became a breast cancer husband.

As we stumbled from doctor to doctor, fought with our HMO to obtain the appropriate care, and wondered what to do about the disease that had invaded our lives, I kept wishing I had a manual to guide me. True, men aren’t the lead actors in this drama, but a spouse or boyfriend can play a vital supporting role. And it sure would be nice to have a collection of cue cards for those inevitable awkward moments, both in the doctor’s office and on the home front.

I wanted to know what I was supposed to do at doctor’s appointments, especially when a physician seemed to be pushing my wife in directions that weren’t comfortable for her. I wanted to know how to comfort my wife when her face looked more sorrowful than I’d ever seen. And I wanted to know what to do about the span of emotions I was feeling—sometimes in tune with Marsha, and sometimes at the opposite end of the spectrum.

Above all, I was petrified that I’d say or do the wrong thing. If you goof up on Valentine’s Day or forget your wife’s birthday, you can always make amends next year. But when your wife is fighting a life-threatening disease, you want to be on top of your game. The problem is, you’ve never been on the playing field before. Of course, you’re not alone in your ineptitude. Most guys are complete novices when it comes to this caregiving thing.

Part of this book is a medical guide—a crash course for husbands so they will know what to expect and what questions they can help their wives ask. Breast cancer is a highly individualized disease, and the patient herself must make many decisions along the way, guided by her medical team and her own instincts. As she tries to figure out what to do, she may need the help of her spouse. Sometimes the husband hears the doctor’s words more clearly than his wife, who may be too shocked and anguished to take it all in.

Many other books and Web sites cover the medical side of breast cancer. My ultimate goal is to give husbands a better understanding of how to support and care for their wives during the months of treatment and beyond—everything from what to say to a bald wife to what to do about intimacy (or the lack of it).

I spoke to dozens of social workers, psychologists, and psychiatrists who shared their insights into the impact cancer has on a marriage, and who told me much I wish I had known as Marsha went through her months of treatment.

But the people who taught me the most were breast cancer couples—the women and men who together fight the disease. I interviewed nearly 100 veterans of the breast cancer wars. They showed me that there is no one way to be a breast cancer husband. Really, it’s whatever she wants you to be.

And I’ve learned that the most important task for a breast cancer husband is to be there for his wife, and to listen to what she’s saying. I know, I know—it sounds so vague and feel-goodish, but that’s the essence of your job.

Those men and women who talked to me with candor and humor and sometimes tears—they are the heart and soul of this book. They made me laugh with outrageous tales of wigs gone astray, and they made me cry as they shared their innermost thoughts and fears. In a few cases, because of the sensitive nature of their comments, the interviewees asked to be identified by a pseudonym. Those names are marked with an asterisk. But most of them agreed to let me use their names along with their remarks.

With breast cancer, there is always a fear of recurrence. I interviewed a number of couples who are living with metastatic disease—breast cancer that has spread to the bones or other organs in the body. Their courage is extraordinary; several chapters in this book tell how these brave women (and their husbands) live with hope—and, in some cases, face death with incredible bravery. Three of the women I interviewed died from the disease a few months after we spoke—a tragic reminder that, despite the great progress in treatment, sometimes there is nothing doctors can do. I am grateful to have had the chance to speak with these three courageous souls: Trish Como, Brenda Heil, and Carol Shields.

My fervent hope for all my readers—the brotherhood of breast cancer husbands—is that your wife will fare well. That one day soon, your biggest problem will be figuring out what to tell well-meaning acquaintances who say, “They got all the cancer, and your wife is going to be fine, right?” And that you will be able to reply, as I do, “Well, they never know for sure with breast cancer, but I can tell you this: Marsha is feeling good.”


Part I

Dealing with the
Diagnosis


Unwelcome to the World
of Breast Cancer

What to do in those frantic early days

When the news came, I was a husband behaving badly.

It was the last Friday of August 2001. The phone in my office rang around 11:00 A.M. My wife’s voice, shrouded by cell-phone static, sounded raw and uneasy. I knew she had gone to the doctor for a follow-up mammogram. A reading earlier that week had raised eyebrows. But Marsha, who was 53, had had plenty of callbacks before, and neither of us was particularly nervous about this one. She thought it was a nuisance that she had to run back to the HMO for what undoubtedly would prove to be a false alarm. Needless to say, I didn’t bother to go along.

So my wife went in, unsnapped her bra, and placed her naked right breast in the grip of the mammogram machine. The technician gave the image to the radiologist to examine. A few minutes later, the doctor came into the room where Marsha was putting on her clothes, and with six little words catapulted her into the world of breast cancer: “Sure looks like cancer to me.”

Deeply distraught, Marsha called me as soon as she was out of the doctor’s office. She wanted to share her pain and to seek some husbandly solace. On a scale of 1 to 10, with 10 being truly superb and 1 being utterly inadequate, my reaction deserved, oh, maybe a minus 11. And I’m being a lenient grader. My wife still likes to remind me of my exact (and insipid) words: “Ew, that doesn’t sound good.”

We spoke for only a few minutes on that balmy summer Friday as we headed into Labor Day weekend—mainly about logistics (because they’re a heck of a lot easier to talk about than feelings). Marsha couldn’t see a surgeon until Tuesday because of the holiday. Nothing we could do about that. We decided we wouldn’t say anything to our two daughters (they were 12 and 15 at the time) until we knew for sure . . . because the doctor could be wrong, right? And then I said something like, “I’ll be home at the usual time.” What was I thinking? Yes, what was I thinking?

I’m sure that question must have crossed my wife’s mind.

“Women always ask what men are thinking about,” comedian Jerry Seinfeld says in one of his monologues. “We’re thinking about nothing. We’re just walking down the street, not thinking about anything.” I believe that was my goal at the time. I didn’t want to think about anything.

But, truth be told, my mind was working overtime. Deep inside, I was shocked and scared. I may have been 49, but I felt as if I were 14. I didn’t know how we’d muddle through the next 3 anxious days until we saw the surgeon. And if the radiologist proved to be correct, I couldn’t even begin to imagine how we’d cope in the months ahead.

YOUR FIRST REACTION

Of all the words in the medical lexicon, “cancer” is the most terrifying, says Jim Zabora, Sc.D., a social worker who has counseled cancer patients for years and is now dean of the Catholic University of America’s School of Social Service in Washington, D.C. Breast cancer husbands agree 100 percent.

“You are absolutely shattered,” recalls Stephen Peck of Washington, D.C., whose wife, Gayle, was diagnosed when she was 41. “You can’t believe it. Why did she get it? She had no family history, no nothing.” A ruddy fellow who’d look at home on a golf course, Stephen recalls, “I absolutely bawled my eyes out. You are in total shock and fear because you don’t know what’s going to happen.”

“It was just like somebody punched me in the gut,” says Chicagoan Bob Marovich, 39, who felt the lump in his wife’s breast before she was aware of it, kept the secret over a holiday weekend, then told her. After having a biopsy, she went for a follow-up visit to the doctor and got the news that the lump was malignant. That’s when she called Bob at the office. “I remember not hearing anything else people had to say at work after I heard the news. I went home, and even though you don’t want to jump to conclusions, your emotions do.”

There’s a term for the swirl of emotions you feel in the days after a cancer diagnosis: “acute stress reaction.” The symptoms are “shock, disbelief, and numbness,” says Margie Stohner, a licensed clinical social worker and consultant to the psychosocial program at Sibley Memorial Hospital’s Center for Breast Health in Washington, D.C.

Though the woman is the one who has the disease, the man in her life is inextricably bound up in the emotions of the moment. “I think it’s tough to be the husband,” says Cynthia Drogula, M.D., who is a breast surgeon in Washington, D.C. Breast cancer patients agree. “Women say, ‘I think it’s harder on my poor husband,’” says Judy Perotti, former director of patient services for Y-ME National Breast Cancer Organization, which runs a support hotline for patients and their spouses.

Understandably, nobody asks the husband how he’s feeling. All the attention is on the wife, and the husband is just expected to be there for her in some vague, undefined way. The same applies to boyfriends, significant others, fiancés, and long-term companions, all of whom I think of as honorary breast cancer husbands. Guys, this book is for you, too. (Although to keep things simple, I’ll be using the terms “husband” and “wife.”)

Some men, like me, don’t exactly rise to the occasion when the call comes. Like the fellow who said to his newlywed wife, “I thought you were healthy when I married you.” Or the husband whose first question to the doctor was, “What do I tell my friends?” Or the man who sat in the doctor’s office with a poker face and his arms folded across his chest, clearly signaling that he couldn’t wait to get the hell out of there.

Even with the best of intentions, you might make a fool of yourself. Riding home on the bus with his girlfriend not 30 minutes after the doctor gave her the news, Mike Malone was trying to think of a way to take her mind off breast cancer. Mike knew she was interested in buying a car, so he blurted out, “Want to go car shopping?”

The second he said it, he knew it was just about the stupidest thing he’d ever said. “If there’s only one time you forget something I said,” he told Stacy, “please forget that.” In the 3 years since, she’s never brought it up. Mike, now 35, gave her the engagement ring sooner than he’d planned. His message to breast cancer husbands: “No matter what, you’re going to screw up.”

But at least Mike was by Stacy’s side. A woman in her 70s once came into the Johns Hopkins Breast Center in Baltimore all alone, to discuss what to do about the cancerous tumor in her breast. “Do you have a significant sweetie?” asked Lillie Shockney, the warmhearted nurse who serves as director of education and outreach at the center, and who is a breast cancer survivor. “No, honey, but I’ve got a husband,” the patient told Shockney. “But he ain’t no good.”

Or maybe he just didn’t know what to do. Although no one has surveyed the hundreds of thousands of husbands whose wives have suffered from breast cancer, I believe that most of us want to be loyal, brave, and loving. We want to be prepared. That’s easy when you’re a Boy Scout, hard when you’re a breast cancer husband. Men are taught to stand alone, to be tough, and to hold in their tears—three traits that don’t necessarily add up to a sterling spouse in times of crisis.

 


THE KINDNESS OF STRANGERS

In the middle of the hectic early days of breast cancer, we somehow missed sending off a credit card payment on time. Sure enough, we got socked with a penalty the next month.

So I called the credit card company and told them the truth: “My wife was just diagnosed with breast cancer, and some of the bills in the house didn’t get prompt attention.”

The penalty was erased. And a little lightbulb went on. I realized that although breast cancer was playing havoc with our sense of stability and immortality, it had given us something, too. We had the perfect excuse for all our screwups. So we took advantage. I mean, why not? It wasn’t as if we were lying.

“I do tell people, the cancer is taking enough away from you—use it to gain stuff,” advises Frank McCaffrey, a clinical social worker who counsels breast cancer husbands at Boston’s Beth Israel Deaconess Medical Center. “Maybe your wife is more likely to get seated at a restaurant when she wears a scarf. If it’s going to get you a little something extra, why not? Drop it into conversation. People will feel bad and want to make it up to you. And that’s okay.”

Marsha and I discovered that a mere mention of the disease is a highly effective way to get an annoying telephone solicitor off the line. It’s a powerful weapon when you’re fighting, um, negotiating with your health insurer. And when a gift card expires because you couldn’t get to the store in the middle of the chemo months, there’s nothing wrong with seeing if the manager will show a little breast cancer sympathy.

 


GUY TALK

“We were raised to take things as they come. We didn’t sit and moan and look for excuses and say ‘Why me?’ When Connie was diagnosed, we just said, ‘What are the options?’”

—RAY ELLINGER, 66

Grand Rapids, Michigan

MODEL HUSBANDS

If you’re looking for a role model, I did come across a few. Some guys just seem to have great reflexes, even when confronted with the news of breast cancer.

Jeffrey Berger recalls the day when he got the same kind of call I did. His wife, Diane, had felt a pea-size lump on her breastbone. Her surgeon did a needle biopsy, and the lump turned out to be malignant. Jeffrey was in his law office when Diane phoned from her doctor’s exam room and said, “I think I have cancer.”

“Just like that,” says Jeffrey, 56. Eight years later, relaxing at his Chevy Chase, Maryland, home on a hot summer Sunday, Jeffrey is still chilled by the memory. “And I said, ‘You what? You have cancer?’”

Diane said, “Yes. I’m at the doctor’s office and he just got back the results.”

Jeffrey said, “I’ll come right over.” And he did. Jeffrey’s father was a policeman, his uncle was a fire chief, and he was raised to follow in their footsteps: Always be ready to deal with an emergency. He knew he had to get to the doctor’s office and find out what was going on.

Then comes the hard part: figuring out what to say. You couldn’t do better than to take a lesson from Al Shockney, husband of Johns Hopkins nurse Lillie. He walked into his home after a late-night job driving a limo round-trip from Baltimore to New York City. A few days earlier, Lillie had had a biopsy for what appeared to be a cyst. Al, who’s got a tattoo on his forearm, a neat white beard, and a twinkle in his eye, was sure everything would be fine. But then, on the long drive home, he began to wonder how he would react if it wasn’t. “I knew no matter what the news was I wasn’t going to sit down in a chair and break out in a cold sweat,” he says. “I didn’t want Lillie to see that. I was going to play it real cool. I was going to tell her whatever I could to try to relieve her mind.”

Lillie, meanwhile, didn’t know what she would say. She practiced in front of the mirror, trying to find the right words to tell her husband that the lump was malignant. And then when Al walked in the door, Lillie blurted out, “I have breast cancer.”

Al was very calm, Lillie remembers, and asked, “Are you sure?” She was, since she had seen the biopsy report with her own eyes. Al is one of those rare men who knows just what his wife needs to hear. “I have known you a long time,” Al said. “I know you are strong, with a zest for living, and we are going to be here for each other; we are going to be fine.” Lillie’s puckish eyes still tear up, 10 years after this conversation. “It was very convincing,” she says.

At the time, Lillie didn’t know what was really going on in Al’s mind: “I was scared to death when she told me. My life flashed before my eyes, and everything was going by so fast. I actually wanted to cry.”

Sitting in her cozy living room, Lillie laughs. “That would have been really bad for me if you did—really bad!”

BIOPSY TIME

Whether your wife’s lump was found through a mammogram, a self-exam, or a doctor’s exam, she will need a biopsy to learn if the lesion is benign or malignant. In Marsha’s case, the doctor performed a surgical (or excisional) biopsy. This outpatient surgery takes about an hour, but there’s inevitable waiting time built in. The woman enters a twilight sleep with anesthesia delivered by IV. The surgeon cuts out all or part of the lesion, which a pathologist assesses for cancerous cells. After some of the grogginess wears off, the patient is released. She’ll miss a day of work if she has a job. Biopsy results are available after several days. If the lump is malignant, the patient will then face a second surgery to remove the tumor with clear margins—that is, leaving no cancer behind.

At the time, Marsha and I didn’t know there are other types of biopsies that are a lot easier on the patient: fine needle and core needle. In both cases, the needle removes a sampling of cells. The needle is a little smaller with the fine needle biopsy, which dislodges cells for examination. Cecilia Brennecke, M.D., director of breast imaging at the Johns Hopkins Breast Center at Greenspring Station in Baltimore, prefers the core biopsy, which employs a slightly larger needle. Guided by ultrasound or x-rays, the doctor removes a core of tissue from the tumor. In Dr. Brennecke’s view, the result is “a much more accurate sampling” than with a fine needle.

In a needle biopsy, a local anesthetic is used. The biopsy takes about 30 minutes to an hour. Husbands sometimes come along, but Dr. Brennecke suggests they stay in the waiting room. “I think it’s difficult to look at a needle biopsy,” she explains, remembering one husband who fainted.

A pathologist will test the tissue for cancer. (You might want to ask how often the pathologist works with breast tumors. Weekly is an acceptable answer. Daily is even better.) Results typically come back in 1 to 3 days. Voilà: biopsy results without undergoing a surgery.

While the surgical biopsy was the “gold standard” for many years, Dr. Brennecke says, nowadays a needle biopsy should be the standard of care—the level of care a patient should expect. A study by a radiologist has found that both types of biopsies have a 98 percent accuracy rate. And with a needle biopsy, the patient does not face the risks presented by anesthesia in a surgical biopsy. In addition, there is no scarring. Keep in mind that the location or nature of the lesion could call for a surgical biopsy.

You should also realize that no biopsy is 100 percent accurate. A doctor could miss the cancerous cells in a needle sampling. And a surgeon will sometimes miss the tumor altogether in a biopsy.

That’s why you want a doctor who has ample experience with breast cancer. Regardless of the type of biopsy, the results should match the doctor’s initial impressions of the lesion. If the doctor deemed the lump suspicious and a needle biopsy found no cancerous cells, the doctor should investigate further. In such an instance, Cynthia Drogula, M.D., a breast surgeon who practices in Washington, D.C., might tell a patient, “This lesion has to come out anyway.”

Marsha and I wonder why her docs didn’t mention the option of the less invasive needle biopsy. I tried to get an answer from our HMO but no one returned my calls. The likely explanation: some doctors or health-care facilities may not have the expertise or equipment to use the needle instead of the scalpel. A needle biopsy wouldn’t have changed the news about cancer. But Marsha, who, as it turned out, had a tumor in each breast, would have had two fewer surgeries to recover from.

BREAKING THE NEWS

Your wife’s doctor may call and ask her to come in to his office for the results. That’s pretty much the same as saying she has cancer. Dr. Brennecke favors a more direct approach: “Yes, I do tell women over the phone.” If the doctor calls and suggests to your wife that she come in for the results, and she doesn’t want to wait one more minute, she should definitely go ahead and ask. And she might want to have you on the other line. “I think that’s good,” Dr. Brennecke says. Because once the doctor utters the words, “I’m afraid it’s cancer,” the woman might not hear anything else. The husband is often the one who asks the question, “What do we do now?”

First, You Cry is how journalist Betty Rollin titled her breast cancer book back in 1976. That still holds true today. Next, you find a surgeon. And you’ll probably find statistics for 5-year survival rates of newly diagnosed patients. They go something like this: For women diagnosed with cancer just in the breast, 97 out of 100 will be alive after 5 years; for women whose cancer has spread to the lymph nodes, 79 out of 100; and for women whose cancer has spread to her organs, 23 out of 100. “It is critically important not to hang your hat on stats,” cautions Lillie Shockney. “There are people who fall on both sides of the survival curve—that’s the reality.” The 5-year cutoff, by the way, is because data crunchers typically don’t follow patients beyond that point.

Don’t start worrying yet about whether your wife will need chemotherapy. The medical oncologist (another one of the doctors she’ll have to see) will make that determination, based on tumor size, lymph node involvement, and other factors. “We need to wait until we find out more,” Dr. Brennecke tells her newly diagnosed patients.

You will indeed find out a lot more. As the weeks and months go by, your wife will be bombarded with information about tumor size, cancer types, lymph node involvement, estrogen receptivity, white blood cell counts, and many other topics. One of you might want to buy a loose-leaf binder and a hole puncher, and start compiling all the doctor’s reports (not to mention the stream of bills) that will come into your life. When Katy Kelly and Steve Bottorf of Washington, D.C., were done with their breast cancer binder, filling it with documents about her lumpectomy, her chemotherapy, and her radiation, it was 3½ inches thick and weighed 4 pounds.

RULES FOR COPING

I did, as you may have guessed, make amends for my slow start as a breast cancer husband. I started going to every appointment, and I found there’s much a husband can do for his wife. But I can’t say I was enjoying my new career. Every time it seemed that Marsha and I thought we knew what was going on, we’d get an unpleasant surprise—like the second cancerous lump. When we got that news, I could feel my last reserves of optimism draining away. Breast cancer was running—and ruining—our lives.

In short, I felt like a victim. And I hated that feeling. I hated it so much that I remember standing in my office one afternoon and saying to myself, “I’m not going to be a victim anymore.” I can’t tell you exactly how to make this leap—it’s mind over matter, I suppose. But by all means, go ahead and try.

When I faltered in my resolve, I gained strength from an article I came across by Randy Markey, a Boston-area psychotherapist and writer who is in the thick of a lifelong fight against hydrocephalus, fluid on the brain. I e-mailed him to tell him how moved I was by an essay he wrote for our local paper. His reply gave me the fortitude to carry on: “My experiences have been like the beginning of ABC’s Wide World of Sports, the thrill of victory and the agony of defeat. So long as doctors and I can recognize together, together, that we are both human, and that when we fight together, the disease process is bested whether we win or lose, then everyone wins no matter the outcome.”

Marc Heyison of Rockville, Maryland, who founded the group Men Against Breast Cancer after his mother’s ordeal with the disease, also seeks to inspire with a sports image. When he speaks to audiences about his educational and fund-raising organization, he likes to borrow the words of the immortal Vince Lombardi, “It’s not whether you get knocked down, it’s whether you get up.” Once the breast cancer husband gets back up, he’s got plenty of work ahead of him. And not just as a caregiver.

The trials and tribulations of daily life go on . . . and on . . . and on. In the weeks after my wife was diagnosed, we were frantically planning a bat mitzvah, helping our younger daughter cope with the first weeks of middle school (she came home in tears the first day, overwhelmed by the parade of teachers with all their rules and pet peeves), running her to the emergency room at midnight after she fractured her wrist at a roller skating party, and dragging our cat to the vet to treat a mysterious puncture wound. (“We may have to put in a drain,” the veterinarian said, to which I wanted to reply, “Hold it right there, doc—because my wife’s already got one!”)

And, oh yes, trying to keep up with our jobs, and figuring out how we’d manage to pay the bills after my employer cut my salary by 10 percent because of the economic downturn. Why do bad things happen to breast cancer couples? I felt as if I were walking around with a big plate balanced on one hand, and people kept dumping more stuff on it. At what point, I wondered, would I drop the plate? What I found (and what others have told me) is that the human spirit is resilient, and somehow you will find the strength to carry on.

Besides, no matter what is happening to you, there’s always someone else who’s suffering more. Four years ago, John Salamone of Alexandria, Virginia, who was 31 years old at the time, went through open-heart surgery for a congenital defect. Six weeks later, the day before her 30th birthday, his wife, Jeanine, was diagnosed with breast cancer. “I went in our bedroom and lay on the bed and screamed as loud as I could,” John says. “I was just devastated.”

If you’re really feeling sorry for yourself, think about the trials and tribulations of Jim Hall of Draper, Utah. Four years ago, his wife, Michelle, was diagnosed with breast cancer at age 33. She had a mastectomy and was treated with chemotherapy and radiation. The software development firm Jim worked for ran out of cash (although Jim kept working without a salary for 6 months because his employer was carrying his health insurance). In the middle of Michelle’s chemo, the couple’s 4-year-old daughter, who has mild cerebral palsy, suffered a seizure and had to be taken by helicopter to a hospital that could provide proper care. Then Jim and his dad went on a fishing trip in Idaho, and his dad missed a step on the stairs, fell, broke his back, and died 7 days later.

“Oh man, that just sucked along with cancer and all that crap,” Jim says.

A cousin—whose new cat had just died—tried to say she knew how Jim and Michelle felt because of her pet’s demise.

“We were like, you’ve got to be friggin’ kidding me,” Jim says.

“Still angry?” I ask.

“Ya think?” Jim answers, and laughs.

 


WHAT HAPPENS WHEN

Your wife’s just been diagnosed with breast cancer. What next? As she runs from doctor to doctor, she may not get a clear picture of how her treatments will progress. Here’s how it usually goes.

Surgery:The initial treatment, unless docs want to shrink the tumor with chemo. Doctors like to cut out the tumor within a month of diagnosis—sooner if your wife has a particularly aggressive cancer or rare (and rapidly spreading) inflammatory breast cancer.

Reconstruction:Can be done at the same time as the mastectomy for early-stage patients, but it’s your wife’s choice.

Chemotherapy:Typically the second treatment, commencing a few weeks (or more) after surgery, when your wife has recovered from the removal of the lump or of her breast.

Radiation:Often the third (and final) stage of active treatment. Sometimes radiation is given along with chemo, depending on the mix of chemo drugs.

Hormonal therapies:When “active” treatment ends, your wife may take antiestrogen medications.

 


ANGER MANAGEMENT

Which brings me to another point. People will say—and ask—all sorts of things about your wife’s cancer. No one would ask you how much money you earn or how often you have sex—but good friends, casual acquaintances, and coworkers might want to know which breast it is, and did they catch it early, and did her hair fall out, and all sorts of other intimate details.

When one husband heard the “did they catch it early” question one time too many, he snapped back, “Nope, it’s too late. Do you know anybody you can fix me up with?”

Perhaps he was a tad harsh. But Roz Kleban understands what he was thinking. As administrative supervisor of social work services at the Memorial Sloan-Kettering Cancer Center in New York City, she runs support groups for breast cancer patients, as well as a group for husbands of patients undergoing chemotherapy. This particular husband’s wife had been diagnosed with early-stage breast cancer, she says, but he was trying to show the questioner what a hole he was stepping into by asking such a question. What if they hadn’t caught it early?

“If you’re inclined,” Kleban says, “you can be polite and educative” when asked about your wife’s breast cancer. If it’s helpful for you to talk about the details of the disease, then go ahead and talk. If not, stop the conversation. You have every right to say, “I don’t feel like talking about that now.” If a question ticks you off, you might choose to reply, “It’s none of your business,” or “Gee, what an inappropriate question.” Or just change the subject.

Even if your style is not to lash out at a misguided questioner, you may find that you have a lot of anger lurking within. And sometimes it just has to come out. But try to channel your anger productively. I plead guilty to sometimes losing it when on the phone with a clueless clerk or a heartless bureaucrat, and even though I know that yelling doesn’t necessarily get results, it felt good.

Some men (and their wives) look for a culprit for the disease—who’s responsible for this breast cancer, anyway? My advice: Don’t play the blame game. It may be true that a doctor didn’t read a mammogram correctly in the past or may have missed some telltale sign. If you believe you have grounds for a lawsuit, you should contact a lawyer who specializes in medical malpractice as soon as you can. Each state has its own time limit on such suits, and the clock starts ticking at diagnosis.

Otherwise, try to look forward, not backward. If a doctor is making your wife mad—by being uncommunicative or unsympathetic—then the best thing you can do is to help her find another doctor. And if the medical bureaucracy is getting you down, at least you and your wife have each other. “It was us against the world, against those doctors who didn’t give us results right away, those clerks who couldn’t find the mammogram,” says Neal Engledow, 56, of Centreville, Virginia, whose wife, Ganga Jali Engledow, 54, was diagnosed 2 years ago.

If your wife is blaming herself for causing her own breast cancer, you should tell her what doctor after doctor told me. “When women ask, ‘Why did I get this—was it my diet or whatever?’ I tell them, ‘We don’t know what causes breast cancer,’” says breast surgeon Katherine Alley, M.D., medical director of the Suburban Breast Center in Bethesda, Maryland.

Once your wife has assembled a good team of doctors and they’ve advised her on a treatment plan, some of your anger and free-floating anxiety will disappear—to be replaced by specific anxieties. Such as: How will the surgery go? What’s chemo like? Radiation—does that mean my wife will be radioactive?

I hope I can give you the answers to these questions as you read on, even if the answer will sometimes be, “It depends.”

HAVE FUN

Another way to offset your anger is to have fun. I mean it. Those are two of the most important words I can pass on to you.

You might well be wondering how to have fun in the face of a life-threatening disease—and an overwhelmingly complicated one at that. “Breast cancer is an anomaly among cancers,” warns psychologist Julia Rowland, Ph.D., who runs the Office of Cancer Survivorship at the National Cancer Institute in Bethesda, Maryland. There’s no one-cure-fits-all treatment. Just about every time your wife has to make a decision, she’ll have two—or three or four—choices. And there won’t necessarily be a right answer. Her decision will rest upon many different elements—the nature of her tumor, but also her doctor’s advice and her own preferences. And she must make these decisions at a time when she is at the peak of emotional vulnerability, still reeling from the news that she has cancer.

“You’ve been hit by a train, and it’s just the beginning of the train,” says Susan Abrams, a Maryland oncological social worker who has been counseling women with cancer for 30 years. “It’s like having an out-of-body experience. Even when you are acting normally, asking questions, doing what you need to do, collecting your information—part of you is there and part of you isn’t.”

Being hit by a train, well, that’s not much fun at all.

After the train comes the roller coaster. That’s the image many breast cancer couples use to describe their experience. It’s apt in many ways: They’re up, they’re down, they’re dizzy, their hearts are in their throats, and they have a sick feeling in the pit of their stomachs. But the point of an amusement park roller coaster is to have fun—and the ride usually doesn’t last more than 2 minutes. The breast cancer roller coaster, however, seems to be devoid of enjoyment—and there’s no end in sight. Your wife will face the surgeon’s knife, and possibly the oncologist’s chemicals, and the radiation oncologist’s x-rays, not to mention myriad unforeseen complications that could crop up. If your wife is going to have all three treatments, then the two of you are looking at nearly a year of fighting cancer, from the moment of diagnosis to the time, a few months after treatment ends, when she begins to feel like herself again. “I always considered that year to be a sacrifice you make in the interest of the rest of your life,” says surgeon Sherwin Nuland, M.D., author of the extraordinarily moving (and award-winning) How We Die: Reflections on Life’s Final Chapter. “‘Investment’ is probably a better word.”

There you are, stuck on the world’s least enjoyable roller coaster. “I used up 50 years of reserve emotion in the first week,” one husband confessed.

So, where’s the fun? Separately and together, you and your wife need to do things that help you rebuild your energy supplies. In other words, fun things—whether it’s taking in a movie, going on a hike, or playing a round of golf. (A word to the wise: Don’t schedule the golf game for the day of the biopsy.)

Inch by inch, fun crept back into our lives, and we were glad to see it.

One of the best times to have fun were the “limbo days”—that’s what we came to call those stretches when Marsha was waiting for test results or a second opinion, so she couldn’t do anything about the cancer. On limbo days, all we could do was to be parents, and employees, and lovers, and friends. Just like we used to be before breast cancer.

Your natural inclination might be to fret, but you’ll be much better off if you can use those precious hours in the pursuit of happiness. I remember fondly a delicious carryout Chinese dinner, an evening watching a mindless video, a half-hour’s walk admiring the sunset. As preposterous as it might sound, egg rolls and an evening stroll can temporarily put cancer at bay.

TIPS [image: image]

1. A needle biopsy is becoming the standard of care, although there may be reasons for a surgical biopsy (the location of the tumor, for one). Ask the doctor to explain the choice of biopsy procedure.

2. Grab any time you can to relax with your wife—a hike, a movie, dinner out. You’ll be grateful for the respite from cancer.

3. Avoid looking back and asking, “How did this cancer happen?” Doing so isn’t going to help as you try to move forward with a treatment plan.

[image: image] BONUS TIP

If you buy your wife self-help books, pick up at least one about life after breast cancer. That’s what Chris Rippie of Bear, Delaware, did for his fiancée Debra Wood. “That was wonderful,” she says. “It let me know that yes, you’re going through it, but these people went through it and look at them. It’s not a death sentence.” A fine choice: After Breast Cancer: A Common-Sense Guide to Life After Treatment by Hester Hill Schnipper, oncological social worker and breast cancer survivor.


Do Men Walk Out?

Most don’t, but there is more than one way to abandon your wife

I’m at a breast cancer workshop that’s part of the Susan G. Komen Breast Cancer Foundation’s annual mission conference. The topic is “Communicating with People After Diagnosis.” The hotel meeting room is packed with dozens of breast cancer survivors. I ask a question, and I mention that I’m working on a book about breast cancer husbands.

A trim, 40-ish woman on the other side of the room pops up from her seat. Dressed in sparkly sweats, she has a good-natured expression and short-cropped, blond-streaked hair. “What about the men who leave their wives?” she demands.

A chorus of backup voices chimes in: “Yeah, what about ’em?” Just like the die-hard fans who yell, “Throw the bum out!” at a baseball game.

To tell the truth, I was not surprised by the response.

HALL OF SHAMEFUL HUSBANDS

It seems as if just about everyone has a story to share about a bad breast cancer husband. A breast surgeon told me about a feckless fellow who abandoned his wife and two young children, leaving her to face chemo (and care for the kids) on her own. Another spouse took his wife back to her mother, as if she were a defective piece of merchandise, and announced, “I can’t deal with this.”

At the Y-ME hotline, a breast cancer survivor called up one day and said, “I’m in the middle of making dinner for my husband, but I don’t know why, because he’s having an affair.”

Hotline volunteer counselor Sandee Stern of Chicago, a breast cancer survivor, asked, “Does he know that you know?”

“He told me,” the caller replied. “And he said he won’t break it off because if something happens to me, he doesn’t want to be alone.”

Longtime boyfriends can behave just as reprehensibly. “He related my breast cancer to a root canal. A root canal!” says a 50-year-old woman who participated in a breast cancer study run by sociologist Saskia Subramanian at the UCLA Center for Culture and Health. “That was real, real hurtful. Later on, I found out that he had moved some other lady in with him.”

I guess those guys are trying to stoop to the level of Newt Gingrich. The former Speaker of the House of Representatives visited his estranged wife, Jackie, in the hospital after she was recuperating from surgery for uterine cancer and reportedly asked her to sign a hand-drafted divorce document. (At least that’s what she said; he denied that he did such a dastardly deed.)

When I hear such accounts, I begin to wonder if men lack an empathy gene. That idea isn’t as far-fetched as it sounds. Karen Weihs, M.D., a psychiatrist who studies cancer and families at George Washington University in Washington, D.C., believes that women are certainly socialized to be more empathetic than men. Women may have a biological edge in the empathy department, too. They secrete lots of oxytocin when giving birth, nursing a baby, or making love. Researchers believe this hormone encourages nurturing behavior in women; they haven’t determined if men get the same empathy boost from the oxytocin they produce. That doesn’t mean a guy can’t learn. But it might take a little practice to get it right. The chapter Your Wife’s Feelings on page 48 can help get you started.

The tales of rogue breast cancer husbands are bad enough. To make matters worse, lots of people seem to believe there’s an honest-to-goodness academic study proving that breast cancer couples split up at a higher rate than couples in the general population. And that would have to be a pretty high rate indeed, since one out of every two marriages ends in divorce. “For breast cancer to have an effect that would be measurable,” says Julia Rowland, Ph.D., the National Cancer Institute psychologist, “It would have to be a whopping effect.”

Perhaps folks are recalling a study about cancer and divorce that made the rounds 3 years ago, garnering headlines on CNN and other news outlets. Mike Glantz, M.D., presented the data at the American Society of Clinical Oncology. An associate professor at the University of Massachusetts School of Medicine in Worcester, Dr. Glantz is a neuro-oncologist—that means he treats patients with brain tumors. In his practice, he noticed a certain number of divorces among patients in the time from diagnosis to death, so he began keeping track. He looked at 214 couples where one partner had a terminal brain tumor. Twenty-three of the couples divorced. In 18 cases, it was the man who left his fatally ill spouse. In five instances, the woman walked out on a dying husband. CNN used this misleading headline to characterize the study: “Divorce rate higher for terminal cancer patients.”

“We can’t speak to whether the rate of divorce is greater than, less than, or equal to the rate in the general population,” Dr. Glantz says. And he stresses that “it’s not the majority of men who are leaving.” Cancer experts agree. “I think men are very decent human beings,” says Matthew Loscalzo, who is the director of patient and family support services at the University of California at San Diego Cancer Center. In his years of counseling cancer couples, he has seen no evidence of a mass exodus by men.

Nonetheless, Dr. Glantz was struck by the asymmetry he uncovered. In his sampling, men were more likely to walk out on an afflicted spouse than were women in the same situation.

Surely a terminal brain tumor presents a different set of conditions than a diagnosis of breast cancer. So Dr. Glantz looked at the divorce rate among a group of 193 general oncology patients: 107 women and 86 men. Nearly two-thirds of the women had been diagnosed with breast cancer. By Dr. Glantz’s count, 13 men walked out on a wife diagnosed with cancer, but only one woman left a cancer-stricken husband.

Dr. Glantz’s study has been submitted for publication but has not
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