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Introduction


LANCEARMSTRONG


Like winning the Tour de France, my recovery from cancer was not something I accomplished on my own. My progress was helped along by my doctors and nurses, my family—especially my mother—my friends, teammates, fans, and fellow survivors. But what I found was that, even with their support, I wanted tools to help me be in control of the experience. I wanted numbers, statistics, data: things that could be measured. I wanted to be as educated as possible because the statistics show that the more knowledge cancer patients have, the better their chances of survival. But it was hard to find the information I was looking for. I spent hours upon hours of searching the Internet, reading books, and bothering my doctors.


After I was in remission, I had the feeling that my cancer was “over.” I felt like I was supposed to get on with my life, pick up where I had left off before the diagnosis. But I found that I was still thinking about my cancer a lot. I had thoughts of recurrence, thoughts of dying, thoughts that my mother and my friends who hadn't had cancer themselves couldn't truly understand or help me through. I was always worrying about my health. Things that other people might not think twice about, like a bump or an ache, made me think that my cancer was back. The slightest physical change was cause for in-depth analysis, deep pondering, phone calls to doctors, and distress.



The medical professionals could only offer me scientific evidence. They ran tests and assured me time and time again that I was fine, but I still worried. While I was fortunate to have wonderful access to many experts and resources that helped me make informed decisions about my life after diagnosis, I needed to know that answers were still being sought and new research developed. I wanted to turn my individual energy into a larger advocacy machine that could demand results, accountability, and continued commitment from the medical community as well as our government. This need inspired the creation of the Lance Armstrong Foundation. The LAF believes that in your battle with cancer, unity is strength, knowledge is power, and attitude is everything. From the moment of diagnosis, we provide the practical information and tools people with cancer need to live strong.


I also felt there might be a small chance that other people would listen to my story or maybe even benefit from hearing my story—the symptoms, the side effects of the treatment, and post-treatment life. Sharing my story was therapeutic, but I also had hopes that my experiences could help somebody else. My work with the LAF shows me daily that sharing our stories and learning from one another's experiences helps us cancer survivors continue to survive. Some people think the cancer experience is only about the diagnosis and treatment of cancer, as if after the disease goes into remission, it no longer exists. But survivorship goes beyond remission. Survivorship is an evolution. It begins on the day of diagnosis and never ends. Survivors are people with cancer. They are people whose mothers, fathers, brothers, sisters, wives, husbands, partners, friends, and coworkers are surviving cancer. Reading and listening to their stories on the LIVESTRONG Website, and now seeing some of them collected between the covers of this book, I am convinced once again that the LAF is meeting the needs of millions of cancer survivors. The narratives here are a sampling from those millions of other survivors throughout the world. While all of us are not fortunate (or unfortunate) enough to have our



stories told around the world, I think it is important to let people everywhere know that we are an army. This is a big disease, a big problem—it affects millions of people, and we are not silent. The more people who stand up and say, “I am a cancer survivor,” and the more people who tell their story, the more power we have to demand change. Each individual has a unique experience and perspective to share, and seeing these stories reminds me that there is always a larger community that I belong to. Sometimes hearing the experiences of cancer survivors or their families is a double-edged sword. You don't want to hear that someone has been diagnosed; you don't want to hear that maybe someone has died. But to hear that story can be incredibly inspiring if the person lived and went on to live a healthy and fruitful life. That inspires me, and it inspires everyone around them. On the other hand, sometimes people don't make it, and those are the stories you hate to hear. But then again, sometimes it has such an effect on a family or community or school or workplace that it still makes a big difference. Although that person is no longer there, his or her influence goes on for years and years and years. It is my hope that these stories, along with those from survivors all over the world, are shared as my story has been. My own efforts, as well as those of the others who work for the LAF, are focused on making sure that the LAF is a voice for cancer survivors. We want cancer survivors and their families to reach out and let their voices be heard and to find information of the most personal and practical kind: from advice on how to tell your kids about cancer to the tools necessary to be an effective advocate for survivorship programs. This book is just one chance to learn and listen, to hear and be heard. This book is the voice of cancer survivors, living strong.
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“I am somebody with cancer and I am
somebody without cancer.”


SAMANTHAEISENSTEIN


I became a survivor when I was diagnosed with Ewing's sarcoma in December of 1999.


I went down to New York for treatment and started in January of 2000. Treatment went through September of 2000 with seven rounds of high-dose chemo and surgery. The tumor was in my leg, in the tibia. I spent about four months at home afterward, September through December, recovering with physical therapy. I was a senior in college when I was diagnosed and only had one semester left. I went back to school in January of 2001 and was always tired, always bruising, and always catching everything that was going around. Because of the high-dose chemo that I got, I kept going in for tests, but the doctors just kept saying, “Your bone marrow is tired. It'll start working. It's just working slowly.” Finally, I went in for a bone-marrow biopsy in April of 2001 and they found the secondary myelodysplastic syndrome, which is one of the precursors to leukemia. I said to them, “If there is anything I can be doing from now until May when I graduate, I'll do it, but otherwise, leave me alone. I want to go back to school.” I knew that the search for a bone-marrow donor could be long and drawn out. They said that was fine. So I went back and graduated from college in May of 2001. I started chemo again in June or July to get the disease back into remission, because it had started to progress. I



was home for a couple of weeks and they found a perfect donor match for me. All they told me was that he was young and male. I found out later he's from St. Louis, but I haven't met him yet. I underwent the bone-marrow transplant in August of 2001, was in the hospital for three months, spent the nine months afterward going in for tests and medications and anti-rejection and anti-everything drugs, and finally in June of 2002, they said, “Okay. You're set. Go do your thing.” So I went up to graduate school at Middlebury College for the summer and moved to Boston in September of 2002. I started working for a public-health-education nonprofit where we do mostly HIV-prevention research, and interventions and violence prevention.


Then last year I went to the I'm Too Young for This symposium that was held at MIT. It was the first time I even found out that there were other young-adult survivors, because in a hospital like the one I was treated in, sadly, nobody ever really left. All of my friends had passed away. I didn't have any people that I went through treatment with who made it long enough to go through the survivorship journey with me. Since I finished, I had been struggling with my appearance and scars, all the issues that are not the day-to-day chemo stuff and therefore didn't feel legitimate. But I went to that conference and saw that there was a whole community of people like me out there. The keynote speaker talked about how he gets approached by so many survivors who say, “I need to quit my job. I don't know what I want to do, but this is where I want to be.” And I realized that's exactly how I felt. So my friend Bridget and I started talking about organizing a benefit concert for young-adult survivors to help them transition out of treatment and into the “real world.” We started doing research and found that there aren't any organizations designed to provide educational scholarships, professional training, and advice on rent, loans, car payments, grocery and residual medical bills for young-adult survivors. But instead of being discouraged and giving up completely, we gave up the idea of the benefit concert and just



decided to go full steam ahead and create our own organization. It's called Surviving and Moving Forward. It's called the SAM Fund for young adult survivors of cancer. I feel uncomfortable saying, “I'm Sam, and this is the SAM Fund,” because though it did start obviously from my own story and experiences, the acronym comes from Surviving and Moving Forward. We want to help people who are no longer receiving treatment and feel abandoned. When I was going through treatment, all the doctors and nurses were focused on getting me to the day when they would tell me that I didn't have to come back anymore. Obviously, that's a huge and important day, but then I felt that people sort of forgot about me. Being a young adult who had to go out and fend for myself, and decide either to go back to school or not, or to get a job and start paying rent, was incredibly overwhelming. It's just hard. It's hard for anybody right out of college. But then you add $20,000 in medical bills to it and it makes it even harder. And so what we decided to do was create an organization just to provide financial assistance in that transitional time.


So that's what I've been doing for the last nine months. It's been the best thing in my own cancer journey because it's given me a way to reclaim control over the whole thing, to have cancer in my life because I chose to put it there, not the other way around. It's been really empowering and really exciting. I've met some amazing people. We've already started partnering with other organizations. We've done some fund-raising. We're working on a whole bunch of stuff. I'm actually about to go part-time at my day job, so that I can run the fund two days a week. I hope to make it full-time eventually. It's been interesting to see how all of the pieces are now coming into place. I have this incredible energy and excitement to get this fund off the ground and hand out the first check to a survivor who needs it. For that, I am very grateful. I just decided I'm going to start an MBA program for people involved with organizations or who want to be involved with organizations with a good social mission. Cancer isn't who I am, but it is where I've



been. It's a part of who I am. And to now be able to incorporate that into a career and into a positive presence in my life makes me feel grateful.


I'm monitored long-term by an endocrinologist. When I saw him for the first time, his nurses sat with me, listed all of the drugs I had been on—many I had forgotten about—and said, “Here's the risk of this disease. Here's the risk of this recurrence. You're at elevated risk for this. There's a good chance you're going to get this.” I could have heart problems, kidney problems, liver problems, thyroid problems. Basically anything in my body can be affected long-term by the chemo, especially because I had five drugs in very high doses the first time around. On top of that, I had three or four drugs in very high doses the second time, plus all the radiation from the X-rays. I never had standard radiation, but all the X-rays and the CAT scans add risks to everything. I told them that I just wanted to know what I should look for, what I can do to prevent it, what to do if I notice any of the warning signs. Other than that, I wanted to be left alone. I don't want to hear it every year. I don't want to hear what my risks are, because if there's nothing I can do about them anyway, then I don't want to live in fear of them.


I have a multitude of scars from all the biopsies and the catheter in my chest. The biggest scar runs from just above my knee to my ankle. That's the worst part for me physically. I'm lucky in that I can pretty much still do what I want, though I can't do anything high-impact. I can't run. I can't do anything that's going to stress that bone. The scar is not a typical scar because they had to do a skin graft. I'm very aware of it, and how different my skin looks there. To me it's a reminder. On some days, it's a positive reminder of where I've been and where I am, how hard I've worked to just be able to walk. But on other days, it's a reminder of the fact that I had cancer, which is still a really hard thing to process sometimes. It's a reminder that I have limitations that I didn't have before. And that's been really



hard. But other than that, I've gotten used to telling the difference between what the doctors say I can't do and what they say I shouldn't do. There are some things that they say I probably wouldn't ever be able to do again and it's just my nature to go and prove them wrong.


I hope my orthopedic surgeon doesn't see this because he'd kill me if he knew I was saying this. But anyway, when I was coming out of surgery, he sat me down and went through this big long list of things that I might not be able to do again. Among those things he told me that I couldn't do were running and playing tennis. At first I got really upset about it and then I remembered that I hate to run, so it was really no great loss. But when he said that I couldn't play tennis, I got so upset. It's the one sport that I love and have always played. And when the doctor left, this fellow in the room, who was just wonderful, said, “You can't play competitively but you can still play. Just let it bounce twice before your return. It'll be fine.” I know I can't run, because it'll break the bone. But I played tennis last summer with my mom, and I let the ball bounce twice. I didn't run after anything, but, you know, even though I wouldn't be able to play competitively again, it was fine just to play that little bit. Just being on the court and having a tennis racket in my hand after hearing his voice say, “You'll never be able to do it again,” felt awesome.


One of the hardest things about moving back to Boston and starting work was that people didn't know me. They asked me all the standard questions: Where was I from? What did I do before I moved here? And I didn't want to just announce that I had come from a bone-marrow transplant and that I hadn't done anything before this job because I wasn't able to work. I didn't want cancer to be the first thing that people knew about me. So I made stuff up. I was very self-conscious about it, because I had gone through a lot of physical therapy and still walked with a little bit of a limp. My hair was still very, very short. I felt like the cancer identified me before I was able to



identify myself, and that when people saw me they thought, “Oh, she had cancer.” So for a while I just avoided meeting new people. I avoided going out. I stayed within my comfort zone of friends and family. I think the turning point was when I founded the SAM Fund. I'm so aware of what it's brought to my life in terms of my own recovery process, and I'm excited to tell people about that. My cancer experience sort of becomes the background of the story, where the Fund is now the focus. It's been really gratifying to turn it around that way, because instead of meeting someone new and saying, “Yeah, I had cancer. Let's talk about how much that sucked,” it can be, “I had cancer and here's what I'm doing about it. Here's what I'm doing with it.” It's a much different experience now than it was a year ago in terms of telling people, which is also why it was such a big deal when I went to that conference and realized that there was a whole community of people out there that I didn't have to worry about those things with. I went out to Montana last year for a Young Adult Survivors conference at Camp Māk-A-Dream, and it was the same thing. Cancer is a given, so you can go from there. It was actually very interesting for me to try and figure out who I was without the cancer as a defining characteristic, because the cancer had been the biggest part of my life for the last three years. Once I didn't have to tell people I had cancer, for a little while I didn't know what to tell people at all. I didn't want people to think of me as the girl who had cancer, but that's how I'd started to think about myself when I didn't have anything else going on in my life besides doctor's appointments, physical therapy, and that kind of stuff. So it was really interesting for me to figure out who I was without all of that. That's why Boston's such a great place to be. There are so many young people just out of college who are still figuring themselves out. I feel like even though I'm twenty-six years old, I'm very much like those kids just out of college. I'm in that transitional period, where, you know, I get to call the shots and I get to decide what makes me happy and where I



want to be. It's been strange being a few years behind all of my friends who have already gone through making some of those decisions. But I think it took coming into contact with so many young-adult survivors for me to realize that I am somebody with cancer and I am somebody without cancer. I just had to figure out who that person was.


I've been pretty lucky with financial matters and employment and benefits. But it is one of the biggest issues that we deal with at the Fund. We're working on providing for residual medical bills and all that kind of stuff that some people deal with, but I never had to. My insurance covered 100 percent of my treatment, and what they didn't cover as far as out-of-pocket expenses, my family covered. When I got my job, I interviewed over the phone, so I never had to meet anyone face-to-face and explain why I walked with a limp. They didn't see me until my first day of work.


I work for a nonprofit organization that has excellent benefits. And I've never been questioned about it. I got health insurance. I had my choice of plans. My co-pay is the same as anybody else's. I have a primary-care physician who is amazing and will write me a referral for any doctor I want to see. Everything so far has just fallen into place. I've been really lucky with that. My future goal of working for the Fund full-time raises the issue of health insurance. One of our trustees, who owns his own insurance company, said that he would set it up. Even if it's a little bit more expensive than getting a group plan through a different company, I don't have to worry that I'll ever be without insurance. I'm totally aware of what a huge luxury that is. I never take it for granted. I think it will probably always be my first consideration when looking for a new job or deciding whether to go back to school. Where some people have complete freedom to take a chance and do whatever they want to do, regardless of what the health-insurance situation might be, that'll never be an option for me. But I suppose it's just one of the things you learn to work around.





I definitely get pissed off about the cancer. What happened to me, and what I've seen happen with other people, is that you go through the treatment and you don't think about it because you can't. I couldn't think about what it meant to have a life-threatening illness. I couldn't think about what would happen if a certain test came back with a different result. I just did what I had to do. And that included not only the months of treatment, but the year afterward when I was still going in for follow-up visits and tests. But then it was over and it all started to sink in. Once they said, “Okay. Go live your life. Go back to Boston and get a job,” I felt this whole psychological backlash where all of a sudden I started to realize, “I had cancer, holy shit! I had a life-threatening illness and I could have died!” It's something I still deal with.


When I was diagnosed, I never went through the “why me?” or “it's not fair” phases or anything like that. But I find myself going there now. I think about it a lot. What makes me the angriest is that being sick totally disrupted my life at a point where it shouldn't have been disrupted. Not that there's ever a time in life when it should be, and not that anyone who goes through it deserves it or anything, but I think that there are some stages in life when it's easier to deal with. It seems like it's easier for little kids. They may have to miss some school or may be apart from their friends, but they still have a place to return to when they're done and can go back to school. And older people have a job and family to go back to. But I was in the middle of my senior year in college. I didn't even have a school to go back to. I didn't have a job to go back to. I was in this totally up-in-the-air transitional time when I spent so long focusing on getting better that I didn't think about what came next. I was lucky that things fell into place, but I wonder what would have happened if I had been sick at a different time in my life. How many more choices would I have had to make? Or what other factors might have come into play in getting my first job? I'm lucky that I love my



job and that I get paid well, that I'm happy where I'm living and I can pay my own bills, but that's just luck.


The other thing that makes me angry is the number of people I've lost to cancer. I've been really lucky in that my friends and my family haven't budged. They've been with me the whole time and it's been very much a team effort from the beginning. But, with the exception of three of them, all of the cancer patients who I met in my three years of treatment have passed away. That's the thing that sets me apart from everybody else I know. I was twenty-one years old when I was diagnosed the first time and I was treated in pediatrics. Everybody waits in the waiting room together. You go through treatment at the same time. You're in the hospital at the same time. And I made very, very solid friendships and bonds that I don't have with anybody else. And I think to be twenty-six years old and to have lost thirteen or fourteen people that I would honestly call friends (and that's not even counting the number of people who I just know, who are acquaintances or who I had passed by in the hospital), is a little young to know that kind of loss. And that makes me really angry. It makes me really angry that we couldn't all get through this together. That adds to the survivor's guilt that I deal with every day, which is a huge side effect that they don't tell you about. It's been really hard not to compare myself to the people who have passed away in that, you know, I feel so guilty that I'm here and they're not. What people keep telling me is that I can't see it as an either/or thing; either I'm here or they're here. But I still wonder if maybe they're not here because I am. Mostly, I'm just sad. I'm just sad that my friends aren't here; that they're not able to live their lives and that they're not able to go through this stage, too, you know, to live out their futures and their dreams. It brings me back to the Fund again. On a very personal level, the Fund allows me to keep my friends with me. Their memories are right here in the front of my brain all the time, and they're with me through every step of this.


And I guess I'm angry that there are things that I have to think about that nobody else my age does. I have to be careful of how many pounds I lift, because it might stress my heart. I have to be careful of walking too fast, because I may get a shin splint or I may hurt my leg in some way. I'm twenty-six. People my age think they're invincible, and I don't have the luxury of believing in that illusion.


Therapy is the best thing in the world. Therapy gives me a sounding board. It gives me a totally objective third-party person to listen to me. I mean, I'd probably get a lot of it out if I just sat and talked to a wall because it just helps to say some things out loud. But to have someone who questions me on things is so helpful. When I say I have survivor's guilt, she asks me why. She asks me where that comes from and what it's about. She really gets right to the heart of things. I think the other thing that has helped me are the support groups. There aren't that many young-adult support groups out there, so I belong to a support group for transplant survivors. Sometimes I talk and sometimes I don't, but just knowing that there are people who have been there and who understand me makes a huge difference. One of the hardest things that people deal with is isolation. You feel like you're the only person in the world going through this, and just knowing that you're not, even though people don't have the answers and can't say the right thing to make it suddenly all go away, just knowing that they've been there makes a huge difference. So I'm a big believer in therapy.


Before I had the Fund, survivorship meant being finished with treatment and having the freedom to live my life independent of the hospital schedule. But now I think it's so much more than that. I started to wonder, when I was diagnosed the second time, if maybe I wasn't a survivor anymore. That was the first thing that I thought. I had gone to the Relay for Life where they had a survivor's lap, an extra lap run by all those who have survived cancer. At that time I had gotten through my Ewing's



treatment, but hadn't yet started my treatment for the myelodysplasia, and I remember not being sure if I could do the survivor's lap, if I counted as a survivor. But once the Fund came into my life and I started to get more active in young-adult support and that kind of stuff, I started to realize that survivorship means finding a place for all of it in my life. It doesn't necessarily mean starting an organization or being a loud advocate for young adults. It can also mean just reconciling the fact that I've had cancer and fitting it in somewhere. I don't know if it's necessarily accepting it, because I don't know if I'll ever accept it, but finding a place for it and growing from it and taking what I can from it are what survivorship is all about. Because at the end of the day, the unchanging fact is, I had cancer.


My name is Sam, I'm twenty-six, and I'm a five-year cancer survivor.


Live strong.









“Even if you're losing, you have to fight.”


PERRYROTHAUS


I became a cancer survivor in 1996, when I was diagnosed with cancer of an unknown primary.


On March 9, 1996, my wife and I were up in New York at a wedding. We'd had a terrific time, and we came home late from New York the next morning and went to sleep. I slept most of the day on Sunday. A friend called, I picked up the phone, and the phone dropped out of my hand without my noticing. The friend said to me, “You sound like you're still tired. Go back to sleep.” So I did. My wife had been out, and when she came home I was having trouble focusing on her. My eyes weren't jelling. I went to sleep, went to work the next day, and drove down a street I've driven maybe a hundred thousand times. And the car was veering this way and that. And I thought, “Something's wrong with the car,” because I'd never been sick a day in my life. I got into my office and tried to drink a cup of coffee and it fell out of my hand. I tried to pick up a phone and it fell out of my hand. A friend of mine who's a doctor called and said, “Get yourself to an emergency room. You sound like you're having a stroke.”


So I drove to the emergency room not believing him. And that's where they discovered that I had cancer. The cancer was in the lymph nodes of my stomach. But they said, “It's not possible that it is an original cancer. It has to have come from



somewhere.” So they treated me for testicular cancer even though the official diagnosis is cancer of an unknown primary.


I had a terrible diagnosis experience with a specialist from a hospital in New York. I was on a gurney because I couldn't walk. I couldn't see. I couldn't even talk. And this doctor took me to this grand round. A grand round is when all the doctors sit in an amphitheater-like room and look down on the stage. I was wheeled in on a gurney. I couldn't move and they couldn't figure out what was going on with me. They didn't know if it was a stroke. They didn't know what kind of cancer it was. So the doctor came in and talked to them and didn't even look at me. He said, “Case number so-and-so-and-so-and-so. I want you to see what this is.” And he took a pronged fork and slid it up and down my foot. And he said, “Could you feel that?” And I said, “Yeah.” I mean, I slurred it out, “Yes, of course, I can feel it.” And he kept talking to these people as if I wasn't there.


He came around in front of me and I grabbed the microphone out of his hand and said to the audience, “All of you young doctors here in this room understand that I was healthy like you are just three weeks ago, and I hope that you treat your patients differently than this man is treating me.” The humanity was missing. Maybe they see so much disease that they forget. That must be what happens. And so I told these kids in there that day, “They ought to give a one-year course in how to take care of patients emotionally and face-to-face. That's important.”


When I finished the chemo, I had something called parasthesia, numbness in my feet and at the ends of my hands. That's gone away now. It took a while, but it went away. I was basically off my feet for six months. I'm a relatively active person. I play golf. I go fishing. I take walks. I was also running a business and was used to being on my feet all the time. But when you're off your feet for that long, you really start to atrophy. So I got back into the gym, started working out. But if you want to know the bottom-line truth, I believe getting well is all about mental attitude. That's what I tell the patients I see when



I volunteer. You have to fight. You have to fight as hard as you can. Even if you're losing, you have to fight. Fighting has been important to me. If I hadn't fought at that time, I wouldn't have made it. Statistically I wasn't expected to make it. They told my wife I wasn't going to make it out of that hospital. I wouldn't have seen my three grandchildren. I wouldn't have been doing my volunteer work. I retired so I could spend more time with the grandkids and volunteer. I think it's a wonderful life. It's worth fighting for, no matter what you have. I've heard of so many diseases over these last two years that I've been volunteering, and it's amazing that any of us are still here. But you fight anyway.


As a caregiver, my wife was fantastic. She is fantastic. But at that point she was phenomenal. She went online and read everything there was to read about the cancer I had. And she took notes every single time we went to the hospital. She wouldn't let me go without her ever. And to this day, she doesn't let me go without her. Our friends, these doctors who were in the hospital, said, “You know, she could have a doctor's degree just as easily as we do.” She knew as much about what was going on with me as they did. One time she said to me, “Perry, the best-case scenario that I was told when you came into the hospital was that I may be wheeling you around in a wheelchair for the rest of your life, and that once in a while you may be able to get out to go to a restaurant or something.” And that's what she had expected. So as far as I'm concerned, the ones who really should be cherished are the caregivers. They put up with an awful lot. They're not sick, but they have to put up with all this sickness. All I had to do was be sick. She had to do everything else. Caregivers need to be recognized as cancer survivors. I believe I owe my life to my wife. I really do. It's not a joke. There wasn't a thing that I couldn't ask her about that she couldn't answer—ever. She's quite a person.


I have no thoughts of the cancer recurring. I may get another kind of cancer, but I don't think the old cancer is going



to recur. My wife's family was decimated by cancer. Her mother and her father died from it. Her aunt and a lot of her cousins died from it too. She's the lone survivor in her family. So she's worried about it. But I'm not.


I might be crazy, but I don't believe I'm going to die until I'm ready to die. I wasn't ready to die when I had cancer. We didn't talk about it. My wife didn't even tell me what they told her about me being in a wheelchair until years later. One of my friends out in California came to visit, and he got me on the side, and he said, “Perry, weren't you terrified about the thought of dying?” And truthfully, I said, “No, not at all.” At the point that I was when I was so sick where I was recovering from a stroke and recovering from surgery and recovering from the cancer, I was too busy worrying about living, let alone dying. When my friend asked that, it was the first time I even thought about dying.


I had a problem once with guilt of surviving this thing. When I was sick, my nephew was thirty years old and had just gotten married. I think his wife was twenty-eight or twenty-nine. After their honeymoon, she had some kind of cough and was quickly diagnosed with cancer. She died at twenty-nine. He came over to visit me a lot after she died, and I started feeling guilty as to why I, at fifty-seven, did survive, while she, at twenty-nine and just starting out her life, did not. My nephew felt he'd done everything he could for her and said that there was nothing that I should feel guilty about, because he loves me and is very, very happy that I'm here. That made me feel better about it. Other than that bit of survivor's guilt, I'm happy as hell that I am here.


I volunteer every Wednesday to talk to all the cancer patients in the hospital. Every now and then I do feel a little bit of guilt when I see some of the people who are really, really sick, or when I see a very young person who is down with this thing. But when I talk to them, I realize that they're okay. They open up to me faster than they open up to a doctor or a nurse



because I've been where they are. I've been through the same or similar treatments. I've been through the whole journey and come out the other side. And they really want to know more. They want to talk about it. It's very good for me, even though it's also good for them. I get an awful lot out of it.


I started volunteering because, while they were so good to me at the hospital and I came out of it so well, when I was there, there wasn't anybody to talk to. I think it's an important thing to have available. I've been through hell with some doctors, who just don't understand how to be human beings. And I think that it is critical that patients are treated by professional people who can talk to them one-on-one.


Before I was sick, I was running a family business with my brother and his son. It's been in the family for seventy-five years. My brother, who's twelve years older than I am, will never retire. Before I got sick I said “I don't want to die in that store.” I didn't want to die in that place. So I already had intentions of retiring. When you're tied down to a store, your children graduating from school or playing in a basketball game is not the priority. The priority is staying in the store and watching the business. A light went off in my head and I said, “I gotta be nuts to keep on working like this.” So when I got sick at fifty-six, I just didn't go back to work. I sold my part of the business to my brother, worked for another three years, left two years ago, and have not looked back since.


On one of my volunteer trips, there was a woman who had just finished reading a book. “What was it about?” I asked. She said, “It's a story about cancer and surviving.” And she said that the thing she got out of the book is that cancer is a word, not a sentence. I think that's a terrific way of thinking about it. You're always afraid of something you don't know. You're always afraid of something you don't understand. But the hospitals and medicine have evolved so much in the eight years since I was there. There are new cancer treatments and new medicines ... I have



full faith that they're going to find something that will really put a stop to cancer. I don't know if it'll be in my lifetime, but it will happen. It's incredible what they're doing.


Survivorship means opportunity. Surviving cancer has given me the chance to do things that I'd never done before. It's given me the chance to talk to people about cancer. It's given me the chance to see my three grandchildren grow up, to not have to work as hard as I used to, to go on trips, or to simply do nothing, which is just as good. These are experiences that, if I hadn't had cancer and I were still working now, couldn't get me out of that store. I've had all kinds of experiences as a survivor. I have survived.


Get out and enjoy your life. Live your life. That's my advice.


My name is Perry. I am sixty-five years old, and I'm an eight-year survivor of cancer of an unknown primary.


Live strong.









“We've got to be part of the solution.”


CHRISTOPHERCARLEY


I was first diagnosed with what was then called leiomyosarcoma. Since then they have changed the name to just an acronym for gastrointestinal stromal tumor. It's a type of sarcoma. That was back in 1996.


The Cliff Notes version of my treatment is that I only had surgery. But really there's so much more to my story. For the type of cancer I have, they can try to extract the tumor, but there is no treatment, no chemo, no radiation, no medication of any sort that is effective in fighting it. So the life expectancy for someone with leiomyosarcoma is, on the average, six months to a year. If it doesn't metastasize, obviously that time can be longer, but it usually does. I had the first surgery for the gastrointestinal tumors that were in my small intestine. They extracted those and said, “We think we got it all.” It was great. I was much relieved. But a little less than a year later, it reappeared. It had metastasized to the liver, which, of course, is a very bad place for it to be. Liver surgery, while it is now still very, very difficult, was nearly impossible at that time. There were only two surgeons in Chicago who would even do the surgery to attempt tumor extraction. Without extraction, there was no cure. It would be fatal. Luckily the surgery was a success. Again I had no further treatment. But knowing it had metastasized to that point once, I knew it was likely that it was



in other places throughout my body on a molecular level. There was a good chance it would come back. So we went very aggressively to other hospitals to get second opinions and learn what the possible alternatives were. We went to Texas for an appointment with the head of the sarcoma group in one medical center. And even he said that there was really nothing he could do for me. You know, my wife and I are sitting there in one of these examining rooms with tears coming down our faces. I said, “Excuse me? Nothing at all?” He said, “No.” And I said, “Well, what are my odds?” He said, “Well, about one in a hundred.” So we just got up and left. We were devastated at that point. But we got our energy cranked back up, and continued talking to other people and doctors. Finally one of them said that the best thing I could do was build up my immune system as much as I could. He also recommended a macrobiotic diet. It's a fairly stringent diet that eliminates all the bad stuff and focuses on eating the good stuff. That doctor had also said that I had six or nine months to live. But two and a half years later, I was still going. I attribute that to the diet, my improved nutrition, my mind-body connection, a lot of different approaches. Mostly I attribute it to not giving up.


But then it did return. Once again, the only solution was surgery. I went in for what would be my third surgery. They opened me up, and this time the cancer was throughout my abdomen. They said they counted thirty-eight different tumors from the size of a pea to the size of a golf ball. Again there was nothing they could do. They closed me up, and went out to my waiting family and said, “There's nothing that we can do for him.” When I came out of anesthesia, still groggy and only half there, I remember the surgeon, who was a very nice guy, saying, “We just couldn't do anything. It was all over your abdomen.” I said, “Well, couldn't you have taken some of the larger ones out?” And he said, “It wouldn't make any difference. It's just spreading all over your body.” And I said, “Well, what do I have left?” He said, “Oh, it's hard to tell. It could be three months or six months or something like that.” And then



he said, “But Chris, they're always coming up with new drugs and new cures.” And I'm lying there on my back thinking, “Yeah, right. Sure.” Well, with the help of some great doctors who got on the case and looked at it on a national level, I found a doctor in Boston. Apparently he was like the man on sarcomas. We had tried a lot of different trial drugs before but none had really worked. So we went out to Boston. The doctor said, “Well, there's this really wonderful drug for leukemia on the market.” And I said, “But I don't have leukemia.” And he continued by saying that if you look at the science, which I didn't quite understand the details of, the cause of my cancer was similar to the cause of this leukemia. Coincidentally they had only found out what caused my cancer about six months before that. I had undergone some genetic testing and sure enough, the cause was a genetic malfunction, a broken chromosome if you will. So six months before, they found out what caused my cancer. Then they found a drug that worked on a similar molecular basis for leukemia. The doctor said, “It's purely theoretical. We don't know if it will work or not.” I said, “Bring it on. Let's do it. I don't have any other options right now.” The clock was ticking, you know, months, weeks, who knew how much longer I had? But he said that the drug company that created the drug wasn't ready to try it on solid tumors yet. They were just going to stick with leukemia and, depending on their success, they might try it on solid tumors in a year. I said, “A year? I'm not going to be here in a year.” And he said, “Well, we'll just have to see what we can do or wait.” He said kind of jokingly, “If you know your congressman, call him.” So I whip out my cell phone and I call my older brother. My brother has spent his whole life working for the Wall Street Journal. And I said to him, “They have this drug. And here's this drug company all the way in Switzerland, blah-blah-blah.” And honestly, he marches down the hall to the managing editor, the Number-One guy in the Wall Street Journal, and says “My little brother has this cancer and needs this drug...” Well, sure enough, a couple of days later, I'm out at the hospital and my doctor



comes in. He says, “You won't believe this. The guy that I've been chasing at Novartis for months called me up and said we can start a trial right away.” So with a little grace of God, the miracle of medicine, and the Wall Street Journal doing its best, a trial came together in six weeks. The doctor said it was the fastest startup of a trial he'd ever seen in his life.


So I was the first person to have the drug for a solid tumor. And it was purely theoretical. When I went on the drug, about half a dozen other people started it as well. We came back about thirty days later from Chicago to Boston and went through all of the tests and screenings. At eleven o'clock at night, my wife and I were in the hotel when the phone rang. And I thought, “Boy, this can't be good news.” So I get on the phone and the doctor says, “I'm standing here with a group of seven or eight doctors. We're looking at your scans and we're so excited. Our jaws are on the floor. It's phenomenal. Some of the tumors have stopped growing and others have actually shrunk. It's just amazing.” At the time the drug was called STI571. It later became Gleevec and is now an approved drug and one of the first drugs to work at the molecular level going directly to the cancer. At that moment I thought back to that other surgeon, who, not even a year before, had told me that they're always coming up with new drugs. My wife and I hugged and kissed and said, “You know, it's true. These new drugs are continuing to come, and come quickly, and answers are being found all the time.” I'm obviously a total believer now. There are answers and they're coming fast. I think we have to have faith and we have to be proactive. We can't be passive. Survivors have to be aggressive. As Lance says, we survivors have to be part of the solution. And I'm trying to take Lance's direction and be part of the solution.


Now I have scans every ninety days to check the status of my cancer, and I'm in great shape. I've had no signs and no growth in the four years that I've been on Gleevec. It's been terrific. A lifesaver, obviously.



OEBPS/images/f0001.jpg
LIVESTRONG






OEBPS/images/f0002.jpg





OEBPS/page-template.xpgt
 
   
    
		 
    
     
		 
		 
    
     
		 
    
     
		 
		 
    
     
		 
    
     
		 
		 
    
     
         
             
             
             
             
             
             
        
    
  
   
     
  




OEBPS/images/9781444732092_frontcover.jpg
LIVESTRONG

The Lance Armstrong Foundation





