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  Advance Praise for The Cancer Survivor Handbook




  “These days, more and more of us survive cancer, for longer and longer. Yet until now very little has been written to prepare people for life after treatment. Beth Leibson’s wide-ranging The Cancer Survivor Handbook fills that gap brilliantly, with solid advice, sensitivity, and even a dash of humor.”




  —Elinor Nauen, health writer, former editor of special health sections for Newsweek




  “A beautifully written book that distills the wisdom that replaces denial when cancer diagnosis strips away our delusion of invincibility. The tone will calm your anxieties as you recognize your own worried thoughts in these pages, which offer real solutions. Beth Leibson, who has been diagnosed with cancer three separate times, proves herself not just a strong writer, but a remarkably strong woman indeed.”




  —Kasia Moreno, editorial director, Forbes Insights




  “This beautiful book is empathic, practical, heartbreaking, and inspiring. It’s obviously essential for anyone fighting cancer or anyone who loves someone who is—but more than that, it is a memoir of survival and an introduction to many people united only by a diagnosis. Leibson is unafraid to address the questions survivors actually have (What will happen to my sex drive? Can they fire me for having cancer?) and to share her own achingly human story. Not just recommended reading—required reading.”




  —James C. Kaufman, professor of educational psychology, University of Connecticut, and Mensa Research Award winner




  “As a ‘fellow cancer cohort,’ I loved this book. Beth’s journey goes from data to stories to questions. She covers every topic imaginable and really, from sex to wellness, to what to say to people . . . she tells it like it is. The book has you laughing (and a little tearful), but keeps you totally engaged from beginning to end.”




  —Ann Fry, workplace cancer coach, Huffington Post blogger, founder of www.iamathriver.com




  “Beth Leibson, who has been there (and back) herself, offers sound, practical advice that resonates with wisdom.”




  —Charles Salzberg, novelist, journalist, and three-time Shamus Award winner.




  “Beth Leibson’s book The Cancer Survivor Handbook should be on the must-read lists for cancer survivors, but what’s less apparent, and just as important, is that it is a great book for psychotherapists, doctors, caregivers, and anyone else who has a relationship with someone who has had cancer. This well-researched, accessible book, helps us to understand that once the treatments and the doctor’s visits are over, a new life begins. Ms. Leibson’s writing is at once familiar and respectful of her subject, as well as her readers, and one feels as if they have an intimate understanding and appreciation for the ongoing process of life postcancer.”




  —Janet Zinn, psychotherapist
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  To Maya and Ari




  Introduction




  Every October, PS 3, a creative arts–oriented elementary school in New York City’s Greenwich Village, holds a Halloween parade.




  All the children, from pre-K up through fifth grade, come to school in costume and, before their outfits get covered in paint, marker, or mud, they march around the block, led by their teachers and swarmed by adoring parents. I do mean swarmed; for a short person like me, it’s important to show up early if you want a spot where your view isn’t blocked.




  What a view it is. Monsters and princesses, aliens and sports figures, occasional political figures, superheroes and fluffy animals. Expensive store-bought costumes as well as plenty of homemade outfits. Creativity is encouraged. One year, my son dressed up as a lump of coal, clad in gray and black with a purposefully dirty face. And then there was the year my daughter’s teacher dressed as a bunch of grapes, covered head-to-toe with purple balloons; after the parade, her students had a great time popping her costume.




  Afterward, there’s always an assembly—a combination children’s talent show, parents’ band, and opportunity for the kids to model their costumes and see everyone else’s outfits, now that the parents have all finished ooh-ing and aah-ing. In years past, I never stayed for the show; my curiosity was sated by the parade, and I hurried off to heed the call of my work.




  But this year, my limited energy level beat out my now-lesspersuasive deadlines. I’d just finished six months of chemotherapy and twenty-some sessions of radiation treatment, not to mention about a half-dozen surgeries for diagnostic purposes and to install and then remove my port (the catheter used to shoot chemotherapy treatments directly into my arteries). I was worn out, and attending the assembly would give me a chance to support my children’s school, enjoy a little more cuteness, and grab a few moments of rest. At this point, I was scheduling my life around places and opportunities to sit for a bit.




  So I went into the assembly and, unlike most of the parents who remained, took a seat. Actually, there weren’t very many seats to take, so I ended up positioning myself on a sturdy table. Relaxing from the strenuousness of parade watching, I enjoyed the joyful noise as the kids cheered for each other, and wondered why I had always rushed off and missed this show. It was worth it just for the kids’ enthusiasm and energy. Then my friend Terry came up to me and asked me, “Are you OK?” with a concerned look on her face.




  “Yes, I’m fine,” I said, confused. Did I look so tired? Surely people had become accustomed to that by now. I touched my face. It was wet; I hadn’t even realized I was crying. “I’m just so glad to be here,” I mumbled. I quickly left the auditorium and hurried out of the school, hoping no one else would stop me and ask questions.




  According to the Institute of Medicine,1 about half of all men and one-third of all women will develop cancer in their lifetimes. Many, of course, get cancer at very advanced years. But not everyone. Thanks to advances in detection and treatment, the number of cancer survivors in the United States has more than tripled to almost 14 million over the past thirty years. That’s about 4 percent of the U.S. population. Survivors are sticking around longer, too. In the 1970s, notes the institute, people diagnosed with cancer had a fifty-fifty shot of being alive five years post-treatment; now the figure is more like 64 percent.




  The numbers of younger survivors are growing. Because we’re diagnosing cancer at younger ages, and treating it more successfully, there are more and more people in the prime of their lives who’ve been through the cancer experience. According to the institute, more than half of survivors (59 percent) are younger than sixty-five years of age, not even old enough for Medicare. It predicts that the number of cancer survivors will hit almost 18 million by 2022, an increase of more than four million survivors in ten years.




  It’s a mixed blessing; I’m sorry that more and more of us are being diagnosed with cancer, but I’m glad that more and more of us are around to tell the story. At this point, cancer survivors are a sizeable alumni club. It’s a club to which—fingers crossed, knock on wood—I now belong.




  In other words, more and more of us have stared death in the face and lived to tell about it. Instead of closing the book on our lives, we’re starting a new chapter. The challenge—and the joy—is that we have yet to write that chapter.




  In a way, all that’s happened to us survivors is that we no longer enjoy the illusion of immortality. No one is going to live forever, but typically people function day to day in denial. However, once someone looks at you and says, “You have cancer,” that denial is gone. It’s hard to plan next year’s vacation or book a wedding reception venue if you think you might not be around next week. You’ve faced a potentially terminal disease and, after a lot of hard work, won a reprieve—but you never lose that sense that your future is uncertain, that life is uncertain.




  Life after cancer often catches you off guard. At least it took me by surprise.




  Back in 2007, about six months after I completed treatment for Hodgkin’s lymphoma, I was still a mess. I was so tired that I had to rest for a half hour after taking a subway ride (even when I got a seat); I felt like I was operating at half-speed.




  Lingering memory issues were still stealing my nouns; it’s difficult to make a living as a writer when your vocabulary is taking a nap. My internist had just told me that my cholesterol was high and she was considering putting me on medication to treat that condition. (It went down over the year post-chemo.) Plus there were the leg pains, depression, weight gain, and oddly wavy fingernails. I’d had so many diagnostic surgeries around my neck area that I looked like the victim of an incompetent slasher. I looked in the mirror and saw a very round face with extremely short hair and no brows or lashes. I didn’t recognize that lady. What was she doing in my apartment—and was she paying rent?




  I was scared. Was I going to die of cancer itself? Of the cancer treatment? Or maybe of heart failure, given how hard chemo is on that precious organ and the fact that my chest received so much radiation, “the lifetime maximum,” to be precise? Or maybe I’d die of a secondary cancer caused by the harsh treatment I received?




  “All your symptoms are normal,” my oncologist assured me. Apparently “normal” after cancer doesn’t bear any relationship to “normal” under, well, normal circumstances.




  “But is the cancer going to come back? I don’t want to die of cancer,” I worried.




  “You’re not going to die of this cancer,” he assured me. “You’ve finished all the treatment, your PET scan and bloodwork look fine, you’re not going to die of this cancer,” he repeated. “You’re going to have to get hit by a car.”




  Phew.




  (As a side note, despite what my children would tell you, I’m much more careful crossing streets these days. I don’t want to give those vehicles any encouragement. However, I still jaywalk from time to time; everyone needs a little excitement.)




  Much as I appreciated my oncologist’s optimism, it was still disorienting. I was done with treatment. I was starting to experience greater mobility and energy, and less pain. My hair was beginning to grow back and I’d even started menstruating again, what a thrill. Everything should be back to normal.




  Except, of course, that it wasn’t. Not quite.




  This book is about my journey back from cancer. It’s the book I had hoped would be out there sitting on the bookstore shelves when my oncologist told me that I’d been fine for long enough, that I probably wasn’t going to die of Hodgkin’s disease, that I could “go back” to life.




  It also includes lots of wonderful conversations I had with amazing people, both experts and survivors—and a number of people who fit into both categories.2 I am grateful to everyone who shared their experiences and expertise with me.




  




  1.   “From Cancer Patient to Cancer Survivor: Lost in Transition,” Institute of Medicine, November 3, 2005, http://www.iom.edu/Reports/2005/From-Cancer-Patient-to-Cancer-Survivor-Lost-in-Transition.aspx.




  2.   Throughout the book I refer to people who are “only” experts by their last names and survivors by their first names.




  Section 1




  Emotions




  Anyone who thinks cancer is just a physical challenge probably has never had the disease or lived with anyone who’s had it. In fact, there’s a good chance the person doesn’t even know a cancer survivor personally.




  The truth of the matter is that the diagnosis itself causes tremendous stress. One woman told me that the minute she heard the words “You have cancer,” she felt as though she was surrounded by neon lights flashing “Death, death, death.”




  Fortunately, she’s alive to tell the story, and is doing well.




  Treatment brings its own set of physical, logistical, and emotional difficulties. It is frightening, it is painful in numerous ways, and it completely changes your daily life. For most people, friends and family gather around and offer support. Plus, there are usually plenty of therapists, social workers, support groups, and books to guide you through that part of the process, though it probably doesn’t feel like enough to sustain you.




  You don’t really feel alone—or, rather, I didn’t really feel alone—until after you finish treatment. The friends who visited you in the chemo suite have gone back to their lives, your schedule is so much freer, and you finally have the energy to do something.




  But what is it you want or need to do?




  I wasn’t sure quite how to get through each day without being terrified of every twinge or sniffle. I didn’t know when I’d feel confident that I was OK. I worried about some of the people I’d met: The woman in the chemo suite whose Hodgkins had come back; we chatted every session until she stopped showing up. The nice guy in the support group who left one evening and never returned. I felt sad, depressed, and anxious. And I didn’t even want to consider the possibility of sharing my body with someone else when I wasn’t comfortable with it myself.




  People cope in different ways. Some survivors keep completely mum about their situation, while others wear their medical histories on their sleeves. Either way, though, there is much to deal with on an emotional level. This section outlines a few of those considerations.




  Chapter 1




  Now What?




  My sixteen-year marriage ended three months before my cancer journey began. Neither experience was anything I had wanted or anticipated. I’ve worn glasses since I was six years old, but apparently I am near-sighted in ways beyond mere ophthalmology.




  First, the kids and I adjusted to life as a threesome. Our housing had been linked to my ex-husband’s job, so the three of us left the spacious, three-bedroom apartment for a cozy, four-hundred-square-foot, one-bedroom flat. (I’d been the primary caretaker, aka supplemental income, for years, so I was unsteady on my financial feet.) Fortunately, my children were young, six and ten, and didn’t need a lot of space.




  We learned to spread our wings. The laundry room in the basement became a permanent part of the kids’ tour of our home, the twelve flights of stairs up to our apartment became our exercise gym, and Central Park, a block away, was the enormous backyard that I never had to mow. We discovered that if we crowded into the tiny bathroom and turned the light out, we got a great view of fireworks exploding in the park.




  Once we’d adjusted to the spatial and financial constraints, we got our next lesson in resiliency. Two down, one to go. I was hospitalized for six days with a mystery lump in my neck that turned out to be stage-two Hodgkin’s lymphoma, a type of blood cancer. I had two test-tube-sized tumors in my neck and a cantaloupe in my chest. I felt overwhelmed. I’d never had a chance to recuperate from having the rug pulled out from under me before the floor itself began to disintegrate.




  But I had two young children depending on me. I didn’t have the luxury of falling to pieces. So I told them, loudly and often, that I was going to be just fine. All I had to do was get through the medical treatment. They accepted that assessment immediately, and, eventually, I started to believe it myself. I hadn’t realized I could be so convincing.




  Friends and kind relatives appeared out of nowhere. Food arrived at my doorstep, straight from cousins Ali and James in California. Someone came to clean my apartment every other week courtesy of my sister Rachel. People accompanied me to chemotherapy, dropped off “extra food they hadn’t meant to buy,” handed me piles of clothing their children had outgrown, and gave me rides to radiation treatment.




  The kids and I used to play a game: let’s name all the people whose sofas mom has fallen asleep on. I can no longer remember exactly how many people invited us over and, as I napped, fed and entertained my children, but I am still grateful. I do remember falling asleep on the floor of the elementary school auditorium during a school-wide “festival” while children jumped in a bouncy castle, shot basketballs, and created glitter masks and spin paintings at an art table next to my snoring body. While I slept, someone made sure my children got a facsimile of lunch and enjoyed themselves. Thank you, again, whoever you are.




  For months and months, I didn’t think at all about reconfiguring my life. I focused on finding a good place to rest after I took the kids to school, making sure there were other adults along when we went to Coney Island or the zoo or any place where I might need to rest. I scheduled doctor appointments when the kids were at school or made sure they had playdates planned when I had an appointment.




  I figured out how much food I had to buy each day to be sure I could carry it all home and still be fully stocked. And I tried to come up with menus that hit a happy medium between Ari’s preference for white food, Maya’s love of hot dogs and pizza, and my fickle culinary requirements, which seemed to change every time I had chemotherapy. I realized that, as a freelancer, if I worked every day, I could squeeze in more naps than if I adhered to a traditional Monday-to-Friday schedule with weekends off. Cancer patients don’t really get time off.




  Denial can be a beautiful thing, and by focusing on all of these details, I was able to juggle tiny pockets of time and energy without rethinking my life goals. Managing the after-effects of divorce kept me so busy that I didn’t have time to feel sorry for myself about having cancer; coping with the side effects and logistics of cancer treatment was so all-consuming that I didn’t get the chance for selfpity about the divorce. I wouldn’t recommend this combo meal to others, but it seems to have worked for me.




  Somehow, bit by bit, tiny twist by tiny turn, I forged a new life. I’d been working as a freelance writer and editor for years, and I slowly added clients, broadening my scope from magazine articles to online publications and eventually doing some web writing and ghost writing. I started covering more health-care topics, which felt particularly compelling all of a sudden.




  I took a writing class, joined a cancer support group, and made lots of new friends—people who’d only ever seen me with short, short hair. I love that they’re still surprised by how long it has gotten when, really, I was only trying to get back to where I had been hair-wise as well as in other ways.




  In addition, I developed stronger relationships with my children. My daughter had been very angry at first; divorce, cancer, and puberty can be a highly combustible combination. These days, we sit for hours and chat, listen to music, cook, or play cards. My son, who was so little when my life fell apart, had loved nothing more than to sit in my lap and stroke my hair, then the scarves I wore to hide my bald head, then my hair, again, when it reappeared. I’ve learned to allow him much more independence; he now travels around the city on his own, albeit calling in regularly so I know where he is being independent, with whom, and when he’ll be home for dinner.




  Perhaps most important, I have developed a new relationship with myself. I’ve learned that I am stronger than I’d ever realized, capable of trying those things that have always scared me (notably unclogging toilets and filing taxes), and much more able to ask for help when I need it. I’ve become fairly comfortable going places without having or being a “plus one.” I’ve come to realize that there is life after divorce and, also, after cancer. I wonder: if I’d actually stopped to take stock of my life of my own volition, would I have been able, brave, and resourceful enough to transform my life this way?




  Tracy Fitzpatrick, now a Boston-based life coach, also made changes in her life during and after her cancer diagnosis and treatment. She’d been working on a large management consulting project for the mayor of Boston when she was diagnosed. She started on the project, part-time, after her daughter was born, and had been working on it for about a year when she was diagnosed. “It was a very interesting and demanding job,” she says, describing how she had enjoyed the challenge. In addition, the part-time schedule fit neatly with parenting.




  After her cancer diagnosis, though, things changed for Tracy. “I realized right away that I didn’t want to do that anymore.” While she’d only been at that particular job for about a year, she had functioned in a similar role as consultant to nonprofit organizations and government for a number of years. The types of activities she was doing weren’t exactly new to her. But, after she heard the “C” word, that sort of position just didn’t feel right anymore. She didn’t want to keep getting on and off of airplanes, commuting to DC and London; she wanted more control over her work schedule. Family was more important than ever.




  “It also had a lot to do with the fact that I had this little girl at home, and nothing was clearer to me than that I just wanted to be with her. I wanted to be there after school and be available for school plays and that kind of stuff,” says Tracy. “And I wanted to do everything I could to get healthy. That job and parenting didn’t feel, at that point, like the best way to get healthy. So I did leave there, and I never looked back.”




  Tracy’s priorities changed after cancer, and she adjusted her life to accommodate them. She did some editing to keep her hand in the working world and bring in a little cash. She realized that the important thing in her life was to see her little girl grow up. She bargained with “God or a higher power,” begging, “just give me that and I won’t ask for anything else. Just let me be the mother to this little girl; don’t let her grow up without a mother.” That was all she wanted.




  “Financially, this was the craziest thing in the world for us to do, for me to leave my salary,” Tracy says, pointing out that her stepson was in college at the time. “But we just made it work.” Looking back on it, she’s glad they could. “I feel really lucky that I had those years with my daughter.” She bargained for time to focus on family and health, and got it.




  When her daughter started school, though, Tracy started thinking again about her life choices. “Lo and behold, I wanted to renegotiate,” she says. “It was like, well, maybe I want a little bit more.”




  The catch is, though, that Tracy had made this deal with herself, so she had only herself to bargain with. And Tracy proved to be a tough negotiator. “It was as if I had signed a contract, and it was being selfish and also tempting fate if I asked for more professional fulfillment or set other goals for myself,” she explains. She couldn’t bring herself to ask the question: “What else is there, for me?”




  Finally, Tracy told herself, that maybe, at different points in your life, it’s OK to want different things. What she wanted now was a little more than just to continue breathing. She wanted more than simply to live—she wanted to have a life.




  Looking back at that immediate post-treatment period in my own life, I see that I had to sort of trick myself into finding a new life, had to make my choices and changes without being fully cognizant of what I was doing. Tracy was much more attuned to her own decisions and her own emotions. She knew what she wanted. Fortunately, we both made it happen.




  The Alarm Goes Off




  As it was for Tracy and me, cancer is often a wake-up call, frequently more like a loud, jolting alarm bell than a calm recitation of the daily news and weather report. It forces you to think, consciously or otherwise, systematically or not, about the life you’ve been leading, the choices you’ve made, and where you want to go from here. It’s a not-so-gentle reminder that you only get so many days on this planet—and that you don’t know how many you get until the countdown is over or close to it. Cancer puts you in touch with your own mortality.




  Being in touch with your mortality is a powerful feeling, in good ways and bad. It can make you more appreciative of every moment in every day. In fact, many people see this as one of the “gifts of cancer.” (For more on this topic, see Afterword: Silver Linings, or Consolation Prizes.)




  For Lillie Shockney, director of the Breast Cancer Program at Johns Hopkins Hospital and two-time breast cancer survivor, it was more disconcerting. “I was afraid to close my eyes. I thought, ‘I don’t want to miss a moment of my life,’” says Lillie. “I remember thinking, ‘I wonder who has stayed awake the longest in the Guinness Book of World Records and if they perhaps were in touch with their mortality and that’s what caused it.’” Whether consciously or not, Lillie was trying to beat that world record.




  “Then I also thought,” says Lillie. “They were probably a manic depressive in their manic state.”




  Maybe, in other words, it’s healthy to sit down with a friend, a good book, or an engrossing movie every now and then. Or possibly just take a nap.




  In a sense, becoming aware of your mortality is really just a dose of reality. It’s a reminder that we’re all going to die some day. While we usually know that on some level, it’s never a part of our day-today lives—until we feel the not-so-gentle nudge of cancer.




  Tracy remembers having a “light bulb moment” when she heard a story in her support group. A single woman in the group was going through her yearlong treatment alone and had a neighbor who was very helpful to her. “She didn’t know him very well, but he would go grocery shopping for her and help around the house and just be really gracious to her,” Tracy explains.




  Then, one meeting, the woman mentioned that her friend had had a fatal heart attack. “I remember thinking, oh my God, we all sit here thinking that ‘I’m the one, I’m the one with the illness.’ But he was the one who died.” Tracy had assumed that she—and the other members of the support group—were in more danger of dying than the other people around them. “We think we know then what’s going to happen. And we don’t,” says Tracy. “This division between healthy and not healthy is really just an illusion.”




  The reality bolt from the blue that is a cancer diagnosis often encourages people to rethink their lives. Most people do it in a more systematic way, or at least a more conscious way, than I did.




  Many people, says Tracy, start out with a vague sense that they don’t want to go back to their old lives, but they’re not sure where they do want to head. There are ways to think about it systematically, by yourself or with a friend, counselor, or life coach.




  Think about What Makes You Feel Alive




  The first step, Tracy says, is to focus on what makes you feel most alive. As a life coach, she often has people keep track of those events, both good and bad, that elicit the strongest reaction. “It can be little things like reading an article in the newspaper or seeing a bird out the window,” she says. It can be as minor as watching a group of primary school kids walk around in Halloween costumes, for instance. “Or it can be big things like a project at work or something you’re doing with a child.” The key, she notes, is to keep watching yourself and your reactions.




  Tracy isn’t referring to just the happy things in life. “You can have a real sense of engagement and a good cry at the same time,” Tracy explains. “You go to a movie or you’re reading a book and you’re really moved by something to the point of tears,” for instance. That’s an indication that you are present and engaged—and that, on some level, in some way, the event is meaningful to you.




  Then, as Tracy explains, you need to put a magnifying glass over those meaningful experiences and examine them closely. How did you feel about the event: positive or negative? What was it about the activity or conversation (or whatever it was) that grabbed you? Was it your role in it? Was it the environment itself? Did your strong response have anything to do with the person or people involved? It often helps, Tracy suggests, to talk with someone (like a good friend or a life coach) about these issues, or perhaps to talk in a group with other people who are also searching for meaning in their lives.




  To use this approach, you need to be able to sit back and watch yourself, as though part of you is on stage and part is in the audience. For instance, Tracy says, some people come to her and say that they hate their job and never want to work in that field again. But when they analyze their responses, they realize that the job is fine—or even good in a lot of ways. In fact, they notice that about two-thirds of the time that they’re annoyed at work it’s because of a particular colleague or one specific aspect of the job. The aggravation caused by that nitpicking little irritant, oh, it just makes the whole work situation seem horrible. It’s hard to see that in the heat of the moment. But insights like this are useful when you think about making changes.




  When Miriam was diagnosed with breast cancer, she had a civil ceremony with her girlfriend of several years.




  Before the diagnosis, she’d been having second thoughts about the relationship. She started seeing a therapist to talk through whether—and how—to break it off altogether. “I wasn’t getting my needs met,” she says. “Not that you always get your needs met in a relationship,” Miriam adds. “But I just wasn’t happy.”




  With the diagnosis, though, Miriam was worried about health insurance and, even more to the point, she didn’t want to go through the treatment process alone. “I knew that if I married her, my girlfriend would stick with me and do everything she could to help me.” And so would other friends. “I was scared of dying,” Miriam says. So, the two of them got married.




  Now that Miriam has finished cancer treatment and is fully recuperated, she’s back to thinking about ending the relationship. But it’s not so easy. “I’m dependent on her for health insurance now,” Miriam says, with regret. At this point, Miriam can’t even consider the possibility of going without health insurance which, to my Jewish mother ears, sounds wise. But there are other ways to get insurance. Being married doesn’t really help Miriam feel “alive,” and she is seriously reconsidering how she wants to live her life after cancer.




  Visualizations can sometimes help you see things you might not think of with your “rational” mind. Tracy remembers a peak experience that she hadn’t thought about in years, but popped up when she did a visualization.




  “I remembered a climb I did at Yosemite, not really a climb, more of a walk, because I had a five-year-old, a niece with me.” It was a family walk, with Tracy’s husband, daughter, brother, and niece. “It was with family, on this beautiful, beautiful day and it was one of the first outdoor things I did after my treatment. So there I was, healthy enough to do this hike. I felt very proud of it. It was a glorious, glorious experience and I remember very explicitly feeling like it was this precious moment, and I was so grateful to be there and so happy to be there with my family and just like, this is the perfect moment.”




  In some ways, the experience was not so extraordinary—just a walk outdoors with a couple of family members. But, for Tracy, it summed up much of what was important to her in life. “There were elements of relationship, elements of nature, elements of gratitude, elements of physical, of feeling physically better, and elements of a spiritual connection”—all in all, sort of a shopping list of Tracy’s priorities, of what she truly values. She tries to organize her life to spend more time on those elements, those experiences that bring her the most meaning.




  Think about Your Accomplishments




  Another suggestion Tracy makes is to think carefully about your biggest accomplishment: what made it so successful, and what made you feel so good about it? Was it the end result or the process itself? Was it the people you worked with or the type of work you did? Which of your many wonderful qualities make you most proud?




  As you reflect in greater detail about your life, you will come to see some patterns, says Tracy. “What I love about my job is seeing people tapping into their own insight, their own resourcefulness, and their own wishes and yearnings and passions,” she says. “As people tap into their own wisdom and their own sense of knowing themselves, they feel more forceful and confident,” she explains. “They’re unstoppable.”




  Analyzing Gives Power




  Part of what was so frustrating for me, at least, about being a cancer patient was the loss of control over just about everything: my schedule, my body, my emotions, and even my cognitive functions. I couldn’t eat what I used to eat, exercise the way I used to exercise, even remember phone numbers that I used to know like the back of my hand.




  There were times when I lost my nouns. I don’t know how many times my children wanted to know which was the “thingamajig” and which was the “whatsit.” In a way, my mind was a cipher to me; no wonder they couldn’t read it, either. I desperately wanted to regain some control.




  Sometimes just taking the opportunity to think about what you want to do now with your “second chance at life” gives you back a sense of power over your life. “I think it is taking that step back and saying, ‘OK, where have I been, and where do I think I’m going, and is this where I want to go?’” says Lillie, the breast cancer survivor who works at Johns Hopkins.




  “I’ve seen a lot of people make very radical changes in their lives,” says Tracy. For example, Lillie says she’s heard of a number of “husband-ectomies” among her patients. “They’ll say that though this experience isn’t the cause of the divorce, they’ve been miserable and didn’t really acknowledge how miserable they were until they went through the cancer experience,” explains Lillie.




  That’s not to suggest that everyone changes radically. “I’ve also seen people go back to a very similar life but with a new attitude,” says Tracy. “And they’ve gotten a lot more fulfillment out of their lives because of the internal shift, not because they’ve changed circumstances.”




  In my own life, I’ve found that it is the change in attitude that has really made a difference for me. I carry on writing and editing, I continue to hang out with my children, and I still read and walk in the park and do volunteer work and go to the theater and see friends. If you just look at my life, it seems like the only real change since cancer is that I have traded in my ringlets for straight hair—sort of the opposite of chemo curl.




  But these days, I go through my routines knowing that these activities aren’t things I’m stuck with. These aren’t activities I do for lack of an alternative. I am living the life I want to live, the life I chose—and continue to choose.




  Giving Back to Move Forward




  Figuring out what I wanted to do with the rest of my life was also a matter of deciding out how to give back in some way. So many people—cancer survivors and mere mortals—helped me in so many ways through treatment and recuperation. I couldn’t help them in return; by the time I was feeling physically up to it, many were no longer in my life. But I could pass it along, and help someone else. I found myself writing more and more about cancer survivorship issues—caregiving, complementary medicine, dating post-treatment, and so on. I periodically deliver food to people who are ill and homebound, and I help out at my synagogue. I’m with Matthew Zachary, brain cancer survivor and founder of the nonprofit organization Stupid Cancer, which serves young adult survivors: “You’re part of the ‘help to make it suck just a little bit less’ community.”




  This work makes you feel grateful, says Elissa Bantug, a two-time breast cancer survivor who runs the cancer survivorship program at Johns Hopkins Hospital. Helping others makes you feel lucky in a way that day-to-day living doesn’t always. Elissa recommends giving back to others who are going through the challenge of cancer diagnosis, treatment, and recuperation.




  “I definitely think that it’s very helpful to get involved in some way,” says Elissa. “I think you don’t realize how far you’ve come until you start talking to a newly diagnosed patient. Some people see it as a way to ‘give back,’ while others see themselves as ‘paying forward.’”




  Barbra is impressive in this regard. A breast cancer survivor, she’s taking the training to become a Reach for Recovery volunteer and has been giving speeches for Hope Lodge, the American Cancer Society’s housing program for cancer patients and their caregivers, where she stayed for much of her treatment. Barbra’s also working on a fundraiser for Dana Farber Cancer Institute, where she received her care.




  Beth (not me) has also become a serious volunteer. She also battled breast cancer. These days, she volunteers regularly at You Can Thrive, a nonprofit organization that offers support services for breast cancer survivors. In addition, she is very active on Internet chat rooms, answering questions and helping people feel less alone as they go through their cancer journeys. “I found that people helped me, and even if it was just people on the Internet in chat rooms and stuff,” she says, “so I should help other people.” Online and by phone, Beth is endlessly patient and willing to spend time answering questions and providing reassurance.




  Joe, an almost-two-decade survivor of non-Hodgkin’s lymphoma, didn’t start out as an avid volunteer. A year after Joe finished treatment, the National Cancer Institute asked him to come back and speak to the patients on the pediatric floor, where he received treatment. “I tried, but I couldn’t do it,” Joe remembers. “I had this tremendous, tremendous survivor’s guilt, and I couldn’t look at these kids and speak to them. I just felt bad—I felt bad that they were going through what they were going through,” he says. “And, honestly, I didn’t know if they would make it.”




  “Then a good friend of mine from high school, Ryan, was diagnosed with non-Hodgkins lymphoma,” Joe remembers. When Ryan died, Joe was at his wake, and he spoke. “I said this is kind of a wake-up call to me that I need to get off my ass and do something to make a difference.” And so he began. “In 2002, I did a hundredmile bike ride around Lake Tahoe with Team in Training,” he says. “I like to call that my ‘coming out party.’”




  These days, Joe is firmly ensconced in the cancer community and volunteers at Imerman Angels, Livestrong, Movember, and the Leukemia and Lymphoma Society. In addition, Joe marches on DC every year with One Voice Against Cancer, a collaboration of national nonprofits that appeals to the White House and Congress annually. “I try to do my part to make a difference in people’s lives,” he explains.




  Rachel, who has survived stage-three breast cancer, is very involved with a couple of breast cancer organizations, including Living Beyond Breast Cancer and the Susan G. Komen Foundation. She does photo shoots, comments on websites, does the Komen Foundation three-day walk annually, and is a co-chair on a committee to help Komen reach out to younger women. “I think in a selfish way it makes me feel a little bit better about things,” she says. “I’m actually doing something about cancer rather than just having had it happen to me. It gives me purpose.”




  Khit has been involved with volunteer work since she was a child. When she was growing up, her father was very involved with the PLO (Palestinian Liberation Organization). “He was friends with Yasser Arafat, and he always hosted benefits for children or families that were affected by all the Israeli and Palestinian conflict back home,” in the Middle East, says Khit. Her family spent every summer in Jerusalem. “My mom would always make us take our food to people who were refugees that lived in tents.”




  So Khit comes by her volunteer activities naturally. These days, she puts in eighty-plus hours a week, mostly working in recruitment marketing and outreach for Imerman Angels. She’s always “on.” She does a lot of public speaking and organizing, and even when she’s bartending, to pay the bills, she raises money for Imerman Angels. She even works when she’s working out. “I’ve recruited about 170 of the 230 athletes that we have now at the gym,” she says.




  Khit loves to teach people how to work with nonprofit advocacy organizations. “I really believe that if everyone in this world could find something that they’re passionate about, people in general would be better.” Khit is certainly doing her part.




  She also runs in marathons regularly to raise money for Imerman Angels. “I’m not running marathons because I want to show off,” she says. “I’m doing it because I can, because I have the freedom to do it. I have my legs, I have the freedom to do what I want to do,” she says. “In the end, I want to be remembered as someone who tried to make a difference.”




  Many cancer survivors become active in their communities, says Tracy, and often within the world of cancer. “A lot of people want to give something to somebody else,” says Tracy. “Either they start volunteering at a wellness program or a cancer support program or they start doing fundraising or they get involved in their temple or their church communities more or they start working with kids in their volunteer time.” Some people even switch their careers to something in the cancer world. (For more about career changes, see Chapter 8: Switching Careers.)




  “I need to make it a meaningful aspect of my life to use it to help other people,” says Mindy Greenstein, PhD, psycho-oncologist, writer, and two-time breast cancer survivor. “People did that for me.” It’s a way to feel good about your life, to know you did something useful with your life and with your “second chance.”




  Of course, helping patients isn’t for everyone, Elissa warns. For some people, this sort of activity enables people to see how far they’ve come. For others, though, it is a crystal ball into an uncertain future and just raises the anxiety level. In her job, Elissa explains, she carefully picks whom she shares that particular piece of advice with. So before you commit to weekly sessions for a year, test it out to see whether helping others is good for your own psyche. If you’re hysterical, you’re no help to anyone else.




  Finding Meaning through Spirituality




  Volunteering isn’t the only way people find meaning. As soon as Roberta was diagnosed with breast cancer, at age forty-one, she felt a change. “I became more spiritual because I felt that bad things were going to happen in my life but that God was sending me a signal that he would provide some support for me.” Her feeling of being emotionally buttressed was fortunate because it was 1985, when there was much less public awareness of cancer and less support for survivors.




  Roberta had always expressed herself through her body. She was a dancer until “a terrible thing happened” and she switched her priority to self-defense and she took up karate. She was very involved in politics and “and karate seemed like a practical way to protect myself during civil disobedience,” she says. Under the name Florence Flowerpot, Roberta opened a karate school for women, one of the first in the city, in the late 1960s.




  Two weeks before she was diagnosed with cancer, Roberta “fell in love with yoga” at Kripalu Center for Yoga and Health, a retreat center in the Berkshires. She also became friends with a woman who had had a mastectomy, the first person she met who she knew had had breast cancer. “I knew that yoga and my new friend would be my main supports while I was dealing with cancer,” says Roberta.




  “Karate didn’t seem to honor where my energy was anymore,” says Roberta. “I was very excited to be doing yoga. It really got me through the whole experience. Through yoga, through listening to tapes, through meditation.” The drive toward physical self-empowerment has been replaced by a need for self-healing. Roberta started teaching yoga. “I realized that’s what I wanted to do, that it was what really honored my energy.”




  When we think about life-threatening diseases and spirituality, people’s immediate thought is about the end of life. We think about organ donation. We picture, perhaps, the priest who comes to the hospital bedside to take the terminal patient’s last confession. But spirituality, especially when defined more broadly than formal religion, can provide meaning to anyone’s life—even someone who intends to continue to have one.




  It’s not always easy to define spirituality, though most people can recognize it when they see, or feel, it. For some people, spirituality enables you to connect to other people; sometimes, it helps you find the best in yourself. Often, it is connected to our physical and emotional life. It can provide a sense of peace, purpose, and connection, says Hannah H. Gibson-Moore, LMSW, emotional support counselor at the Livestrong Foundation.




  Roberta found her sense of spirituality through connection with others and meditation. Other people, notes the Mayo Clinic,1 find it through quiet reflection in nature, laughter, singing, yoga, prayer, affirmations, journaling, or even in church, synagogue, mosque, or other formalized religious institutions. While there aren’t any research studies linking spirituality to health, it is widely believed to contribute to quality of life.




  Watch out for Internal Critics




  With all the changes that cancer and cancer treatment bring, your ego can take a real blow. I’ve found I often lack the confidence I used to have. There’s something about having your body fail you that jolts you out of complacency.




  Since I finished cancer treatment, I find myself reading my work over and over, even more than before. I sit there revising, reading it out loud, then editing some more. I show it to one writer friend, then to another. Then I show the piece to someone who doesn’t write for a living because “you are the real audience.” Then I go back to the computer for one last round of editing.




  This approach is not necessarily inappropriate. It’s often useful to check over your work. Sometimes a little more reading over could stand me in good stead. One time, I handed in a magazine article where I typed “fat ass” instead of “fat mass.” Fortunately I have an editor who is highly skilled (she caught the typo) and very kind (she laughed and told me I had made her day). Then, a few weeks later, she assigned me another piece. Thank goodness.




  Still, there is a line between careful editing and neurotic obsession. My typo notwithstanding, I find myself straddling—and crossing—that line more often since cancer. (Incidentally, I hate to read my work once it’s in print; that’s when I find all the ways I could have made my prose clearer, more helpful, or more interesting.)




  Tracy calls these tendencies to second-guess your work “gremlins.” The road to your dreams is guarded by these critics, says Tracy, these monsters and gremlins. “They would much rather have us stay safe and miserable than take a risk and go for a big dream,” she explains. Logically, it seems like passion and desire should be enough to keep you on track to try something new. But unfortunately, passion and desire are no defense against the bouts of inconfidence and fear that seem inevitable. Once you’ve had cancer and lost faith in your body’s imperviousness, it’s even harder to take a chance. You worry that you aren’t thinking as clearly as you were, that your reflexes aren’t what they had been, and that you lack the energy you used to have. The gremlins gain ground.




  The trick to eluding those gremlins, suggests Tracy, is to maintain the ability to look at yourself from afar, and to analyze your actions in an objective way. “Our critics just want to keep us small,” says Tracy. “We have to learn when to listen to them—and when it is time to trust our gut and take the brave step of sending our work out into the world.”




  Tracy suggests paying attention to when your assessment is reasonable and when you’re being just a tad (or two) too careful. The best defense against gremlins is constant vigilance. After a while, when you re-prove your own strength to yourself, the strength that has been apparent to others all along, those gremlins will recede into the shadows. Unfortunately they never really recede completely. They’re always there, waiting to pounce, so you have to be on the watch all the time. Don’t let them win.




  Sometimes it is easier just to keep bumbling through life, rather than stop and reassess. It takes time and energy to rethink your life. Cancer just won’t let you get away with continuing the status quo. As I worked through cancer treatment and single parenthood, I felt like I was just muddling along trying to get my kids to school and keep a roof over our heads. Cancer showed me—as it shows most people—that we’re stronger than we’d realized. We can take that determination that we put into fighting the evil C and devote it to staring down our gremlins and figuring out our “new” lives.




  Don’t let those gremlins fool you. Think about what gives your life meaning, what feels like an accomplishment, and what makes you feel truly alive. Often, the answers to those questions will help you figure out what you want to do with your “second chance,” despite what your anxieties hint at. You may need to talk it over, to analyze it with a friend, therapist, or support group. You’ll almost certainly have to fight those gremlins along the way. Remember, though, that if you can fight cancer, you can fight a gremlin or two.




  You may decide that you’re happy with your life, with your friends, your family, and your career. That doesn’t mean you’ve missed the “lesson of cancer.” It just means that you figured out you’ve been leading the life you want all along. Realizing that may lead to a greater sense of appreciation.




  When you think, “Now what?” you can take this chance to improve your life. Think about what makes you feel alive, about what skills and accomplishments feel like positive contributions, and about how you can find meaning in your “second chance.” You’ll need to learn to trust yourself (and ignore those gremlins). Ultimately, your “new life” can only lead to great things if you let it.




  Frequently Asked Questions




  Q: Is it normal to think about changing my life after cancer?




  A: Many people see cancer as a wake-up call, an opportunity to rethink the choices they’ve made, the lives they’ve chosen, or the lives they’ve fallen into.




  Q: What if I don’t know what I want to do?




  A: There are lots of ways to figure out what is meaningful to you. You can work with a life coach or a friend, or in a support group of some sort. You can analyze what makes you feel most alive and take a good look at your accomplishments.




  Q: What if I don’t want to change my career, but I still want to give back?




  A: Many people find that volunteer work is a good way to help other people while continuing with their already established careers.




  Q: If I feel good about my family, friends, and career, have I missed the “lesson of cancer”?




  A: There’s no overarching “lesson” for every cancer survivor. It sounds like you just figured out you’ve been leading the life you wanted all along. When you see that, you may well gain a greater sense of appreciation for your family, friends, and career. That’s the lesson for you.




  Q: I can see what changes I’d like to make in my life, but I feel incapable—maybe even unworthy—of seeking more. After all, I’m lucky just to be alive. Shouldn’t I just be satisfied with what I have?




  A: Most people have demons inside them that keep them from making changes. It is important to be aware of this—and not to give in to those instincts. You’ve been given the gift of life—it’s your responsibility to make the most of it. Don’t let the demons win.




  




  1.   Sheryl M. Ness, “Connecting to your inner spirit helps with cancer diagnosis,” Living with cancer blog, November 17, 2012, http://www.mayoclinic.com/health/beliefs-and-cancer/MY02301.




  Chapter 2




  Fear of Recurrence




  Soon after I finished treatment for Hodgkin’s Disease, a cancer of the lymph nodes, and was declared cancer free, my neck started to hurt. Not my throat, which I could have written off as a cold, allergies, or at worst, strep—but my neck. More concerning, it hurt in exactly the same spot where I found the lump that had started me on my cancer journey.




  The journey had involved three surgeries to diagnose and six months of chemotherapy, followed by twenty-four sessions of radiation to eradicate. Or at least to make it so that PET (positron emission tomography) scans came up clean. “No cancer as far as we can tell,” is what they told me.




  On that day, though, not only did my neck hurt; I started to feel nauseated, sweaty, and just a little woozy. I knew it was a recurrence. It had to be. What else would cause that specific type of pain in that precise location? I walked over to the bookcase and picked up the sole photograph I have of myself during chemotherapy, my face rounder than usual thanks to steroids, my naked skull wrapped tightly in a rose-colored scarf, my brow- and lash-less eyes hidden by my glasses.




  I keep this photo around to remind me of how far I’ve come. It’s sort of a visual way to maintain my perspective. I hadn’t meant for it to show me the path I might walk down again. I tried to hold the hand-made wooden frame carefully, but somehow it broke just a little bit.




  I know that no one can guarantee my cancer won’t come back. I am well aware that despite the heavy-duty warfare inflicted on my body, one or two itty bitty cancer cells could easily remain hidden in some obscure corner of my body. In addition, I remember that the very definition cancer is cells gone wild—those cells multiply faster than bunny rabbits, and are nowhere near as cute. My oncologist thought I was OK, but even he couldn’t really be sure. No one could.




  I realized I couldn’t just stand there, holding a broken picture frame and worrying. I had to have it checked out. I was shaking as I sat down at the computer to send an email to my wonderful oncologist. I knew he couldn’t schedule a scan right away, I wrote, but could I at least set up an office visit for an examination? I remember trying hard to stay calm, though now that I look back at that note, I see that I wrote “I’m a little nervous” twice in a two-and-a-half-line message.




  Fortunately, my oncologist is a patient soul. Not only did he respond to my email that same afternoon; two days later, I was sitting in his office as he palpated the spot and said I was fine. The next scheduled PET scan indicated, likewise, that I was fine. I started to breathe again.




  At the post-scan appointment, I asked my oncologist if my response had been normal. I asked if every cancer survivor got “a little nervous” sometimes. He said that my reaction was perfectly reasonable—“as long as you don’t do this every week,” and he leaned to give me the usual hug; he claims these aren’t check-ups so much as “visits.”




  My oncologist wasn’t just being nice. “Fear of recurrence is probably the number-one side effect, if you will, of the patient experience,” says Elissa Bantug, a two-time breast cancer survivor who runs the cancer survivorship program at Johns Hopkins Hospital.




  Technically, recurrence is the reappearance of cancer after everyone thought it was gone. It can pop up in the original spot, near that spot, or even in some other part of the body. Cancer isn’t fussy. “I see fear of recurrence almost across the board, with almost every single patient,” says Elissa.




  Her observations are accurate nationwide; the American Cancer Society has found that 70 percent of cancer patients worry about recurrence at about one year after diagnosis. Of course, there’s no guarantee that passing your first cancerversary will eliminate the worry. Every survivor I know worries about it, no matter how many times they’ve been told they are cancer-free.
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