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Foreword
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			Editorial Director,

			[image: ]

			 

			Hope. Hope is defined as an optimistic state of mind, with the expectation of positive outcomes in respect to circumstances or an event in one’s life.

			This is a word I hear often at CURE®, which stands for Cancer Updates, Research, and Education. CURE® works with countless patients, caregivers, advocates, and health care professionals—all with that common theme: hope. Hope that there will one day be a cure. Hope that we get more people screened to prevent this terrible disease from being found too late. Hope that we continue to treat individuals long term, so that they can live with the disease with improved quality of life. Hope that there are major breakthroughs just ahead on the horizon. Hope that fewer and fewer people have to hear those three little words: “You have cancer.”

			There is much hope for the future of cancer and its treatment. And it is with individuals like Bonnie J. Addario, and foundations like the GO2 Foundation, that we can offer hope to many. In particular, such hope is seen throughout the lung cancer community.

			We were delighted when we heard Bonnie and Jon were creating this book. A book of hope. A book full of courageous journeys. A book that shows community at its core. A book that gives many a voice, a platform to share their story. At CURE®, we have a community of patients who share their stories regularly as well. It is their courage that helps others realize they are not alone in their own cancer journey.

			Thriving with Hope

			A recent story of hope that sticks out in my mind is from Emily Bennett Taylor, a newlywed when she received a stage IV lung cancer diagnosis in 2012. She decided to stay positive and have the upper hand against cancer. Wanting a family and keeping in mind that happy times would follow the dark days, the pair used a surrogate and welcomed twin daughters—one being named Hope. “Hope” was a word often used during her treatment, and Emily was also treated at City of Hope Medical Center. People can find Emily through her blog, Emily Kicks Cancer.

			“We originally created that site as a way to keep everyone informed about how I was doing with treatments,” she said. “Now it’s a way to offer hope to others. When I was diagnosed, there weren’t a lot of positive stories about people surviving this type of cancer. I want to change that and inspire others to seek out the best medical care so they can fulfill their life dreams.”

			Another survivor, Susan Warmerdam—who was forty-seven when she received her stage IV lung cancer diagnosis—found hope in a clinical trial. Her tumor test showed EGFR and KRAS mutations, allowing her to join a clinical trial for an experimental drug as a first-line treatment for lung cancer. Admittedly reluctant at first, she went on to note that if it weren’t for other people with the courage to join a trial before her, she wouldn’t have been afforded the opportunity. “You never know when the next new drug will be the miracle cure.”

			“When people come to me for advice, I tell them I am proof that a lung cancer diagnosis is not a death sentence. Stay positive and hopeful because the next drug you need may be right around the corner,” Warmerdam said. “But you have to educate yourself so that you can be your own best advocate.”

			Seeing the Good in Bad

			One aspect of hope is the ability to see the good in a bad situation. For example, in an episode on the “CURE Talks Cancer” podcast, we spoke with Dr. Dan Tran, an oral and maxillofacial surgeon at Virginia Commonwealth University, who received a stage IV lung cancer diagnosis at the age of thirty. Three years out from his diagnosis, Tran discussed what his journey was like and what advice he offered others. One aspect he holds highest: controlling what he could throughout his diagnosis and treatment.

			“Everyone gets dealt a different set of cards, and I got dealt a crappy hand,” said Tran. “But it kind of depends on what you do with it. I’ve always had a pretty laid-back kind of personality and understood that there’s things that I can control and things I can’t control. This is something I could not control, but I can control what I do with it.”

			When I first started at CURE®, one of the first survivors I spoke with was Taylor Bell Duck—a young division I college soccer player diagnosed at the age of twenty-one who has since worked to raise awareness about lung cancer and serves as an ambassador for Your Cancer Game Plan. I spoke with her as she celebrated her ten-year “cancer-versary.” I remember most her positive outlook, embracing her new life, and how others can relish the big victories of everyday life—big and small.

			“Celebrate big and do the things that you love,” she said. “It is important to have a day to celebrate your life, and the journey patients go through is so important…so go eat cupcakes and have champagne!” I will admit, she is the reason I always remember to eat the cupcakes!

			It is what you do with your diagnosis that makes a difference. I’ve been so inspired over the years, hearing from so many about how they see their diagnosis as a “glass-half-full” situation. Another patient I’ve spoken with, Ashley Stringer, has made it a point to make the little moments count since her diagnosis. Ashley was diagnosed with lung cancer at the age of thirty-four—something that took her by complete shock as a young never-smoker. As a young mother, she made an effort to continue to exercise and change her diet. Moreover, she cherishes her faith and leans on friends, family, and coworkers for support—cherishing her time now more than ever before.

			“I think until you’ve been put in a position that I’m in, we sometimes tend to take our lives and time that we have for granted,” she said. “And so that’s something that, once I received the diagnosis, I really was trying to make sure that I make the most of my time. Whatever time I have left and being intentional with the time I do have and spending time with my kids and my husband and just really making the little moments count.”

			It is with these positive outlooks that I know we have much hope.

			Stomping the Stigma

			Along with Ashley, we hear from so many that they were shocked by their diagnosis, especially those who are younger and have never smoked a day in their lives—something we’re hearing more and more.

			“I didn’t even think that lung cancer was a possibility for me, so it was very shocking. It was scary,” Ashley told us in an interview. “At the time, my children were three and seven years old. I was just really scared, wondering if I would be here to raise my children. Would I be here to see them graduate high school and go to college, get married? All of those things that most people don’t think about being a young mother. There were just a lot of questions swirling in my mind about my future.”

			Therefore, another aspect of hope in the lung cancer space is to ensure we stomp the stigma surrounding the disease. In a blog from Samantha Mixon, who was diagnosed with stage IV lung cancer at the age of thirty-three, she noted that the first question people asked following her diagnosis was, “Did you smoke?”

			This was something that used to make her angry, until she realized it’s what people are taught. “I know this question makes a lot of people angry. I used to get angry when asked—that is, until I came to realize that it’s not the asker’s fault,” she said. “I would have asked the same thing before I actually got lung cancer. Society often teaches us that the only way you can get lung cancer is from smoking. This isn’t true. There are so many contributing factors that people are unaware of, such as radon, air pollution, genetics, and just good old-fashioned bad luck.”

			As a community, we need to come together to stomp this stigma. Lung cancer affects individuals of all ages, sexes, and races. While we know how certain types can occur, there is still much more to learn. And it is the many patients and their loved ones sharing their stories that can help raise awareness: lung cancer is not just a smoker’s disease.

			Joining the Community

			At first, Samantha also shared, she felt helpless when she received her diagnosis. And this is why I want to make sure everyone out there knows—you are not alone. You will never be alone on this journey.

			“I’ve also made some incredible friends from all over the world through the lung cancer community,” Samantha wrote. “We are united in a hunger and new appreciation for a life that most take for granted. Yes, I’ve lost many of those friends. And yes, it hurts when I do, but that’s how I know I truly loved them and will see them again one day. No one can be replaced when they are a part of your heart.

			“I see that we have this one life, one chance to make a difference in others and maybe make this world a better place. Evil didn’t win. Cancer hasn’t won and will never win, because I already have. I wouldn’t take it back for a second. This is my life and this is my purpose—helping others.”

			One question I like to ask when wrapping up my interviews for articles, videos, or podcasts is: What would you say is your biggest piece of advice for a fellow patient? And now I ask myself the same question.

			My reply? Get involved in the community.

			It is with this community that we can continue to offer hope.

			It is a great day to thrive. It is a great day to join a support group, advocate for yourself, or get involved with an advocacy group to continue to raise awareness surrounding lung cancer.

			Together we can make a difference. Together we can offer hope—hope for the loved ones of those we’ve unfortunately lost to lung cancer. Hope for those affected today. Hope for tomorrow. And hope for many years to come.

			For more information, go to curetoday.com





Preface

			By Deborah Morosini, MD, MSW

			 

			My first reaction when Bonnie asked me to write this preface was: I won’t ever be able to do that, maybe she should ask someone else. I don’t know how I can say this to her politely, but that’s what came up. Because the idea that I would ever be able to encapsulate what Bonnie means to me, and the impact she’s had in my life, won’t be effectively conveyed in the following passages. And so, I thought, maybe I should give up before I even begin. But that’s not what Bonnie does. And so, that is not what I’m going to do either. With this caveat, here is my best effort at articulating how much Bonnie’s mission and the community she has created resonates with my heart.

			Bonnie Addario and her family parachuted into my life at a time of loss and it was her buoyancy, kindness, and activism that helped catalyze my own healing and philanthropic cancer activism. In 2006, I lost my sister, Dana Reeve, to lung cancer. Dana’s life was one devoted to her family, the arts, and to helping others: in other words, to making the world a better place than she found it. She was nurturing, strong, funny, and inspiring, and my love for her has galvanized not only my own commitment to improving the lives of people with cancer, but has also cemented my friendship with Bonnie in whom I see these heartfelt qualities embodied and expressed.

			I know nearly every person whose words fill these pages. Like them, I met Bonnie at a time when I was suffering acute personal loss, and trying to “keep it together” while raising two young sons, working at a Boston biotech startup, and mourning the loss of my sister, brother-in-law, and mother. But in that very moment of striving to keep everything together, I realized that, in the presence of Bonnie anyway, I didn’t have to.

			I felt an instant personal connection when we first met in San Francisco, at one of the early “Simply the Best” galas. Fred Marcus, her late and beloved oncologist was there, along with David Jablons, her skilled surgeon, and Melissa Lim, the pulmonologist who was instrumental in getting Bonnie to both of them. They were joined by Tony and “the girls,” Andrea and Danielle. Another thing that became immediately apparent to me that night was Bonnie’s mission: She didn’t tell me this as much as I observed it and heard it from other people. She sought then, and seeks now, to embrace patients and their families and to shepherd them into a “new normal” with humor, grace, and support.

			When Dana died, there was a paucity of research funding in lung cancer. Bonnie went where her strengths took her as a self-made success story, having risen to become president of the largest privately held oil company in the country. She leveraged her intelligence, charm, and persuasiveness to become the founder of Bonnie J. Addario Lung Cancer Foundation, and the Addario Lung Cancer Medical Institute (ALCMI). Much as the Christopher and Dana Reeve Foundation has a legacy of “care and cure,” these two foundations—BJALCF and ALCMI—happily partnered to provide accessible, warm, welcome support for patients and their families alongside unique medical research in lung cancer and then merging it with the Lung Cancer Alliance to form the GO2 Foundation for Lung Cancer.

			In the years since Dana died, incredible strides have been made in the treatment of lung cancer. Bonnie has been pivotal to moving many of these changes forward. With the advent of genomic testing and the rapid development of targeted therapies, patients have been enabled to achieve a better quality of life and longer survival times. Bonnie quickly grasped this connection and supported the cancer genomic testing movement fully. She gathered together a group of other lung cancer groups to support early efforts in genomic testing and Bonnie created the viral tagline: “Don’t Guess – Test.” The movement caught on, its message emblazoned across t-shirts and cute hoodies, and undoubtedly raised awareness and helped patients get testing.

			Again, I was daunted to write this preface. The COVID-19 pandemic and the holidays fueled my procrastinations. Then I read this book you are about to read, and I’ll confess I felt even MORE humbled by the honesty, the candor, and the bravery in the writing. Find a quiet spot, and enjoy. While it’s a paradoxical recommendation, to “enjoy” a book about the experiences of people living with lung cancer, I urge you to let these stories, of humor, loss, fear, and the courage it takes to live a life richly imbued with all of these emotions at once, move you and change you, as they have changed me.

			Thank you, Bonnie, for showing the way and, as always, lighting the way to a “living room.”

			 

			Deborah Morosini, MD, MSW is a seasoned leader in cancer biopharma startups. She has two sons and lives in NYC. She is currently EVP / Chief of Clinical Affairs at Prelude Therapeutics.





Introduction

			HOPE

			They began arriving an hour before our scheduled start time, a number of them standing beneath the boldly stenciled letters that spell out H-O-P-E across the wall. It’s the first thing they see when they open the door. On a crisp fall night in San Francisco in 2009, we have come together for a common purpose. There’s an edge of nervous anxiety, nobody quite sure what to expect at our first gathering.

			“Welcome to the Living Room,” I greet everyone, introducing myself with a hug as attendees file past me, heading for a long table laden with appetizers, salads, bottled water, soda, and wine, all donated by local restaurants.

			Most go for the wine. Those who’ve come straight from work are wearing suits or dresses; the ones who’ve come from home are dressed more casually. They all hold the same look in their eye that comes with gathering for a common purpose. They move tentatively, exchanging smiles and nods with total strangers with whom they share an indelible bond. People mill about introducing themselves, sharing stories of experiences everyone in the room can relate to all too well. The sound of their shoes on the shiny hardwood flooring is swallowed up by strategically placed carpets that add to a casual ambiance meant to replicate the comfort of home.

			The lighting in the room is just right, warm and comfortable, in keeping with the welcoming atmosphere we’d sought to build. Plush sofas and conveniently placed coffee tables dominate the space, arranged to face a nesting of chairs set at the front of the room for all to see. That’s where I’ll be seated in a few minutes, right next to one of the world’s foremost experts on lung cancer who’ll be our first-ever guest speaker on this debut evening.

			The majority of those coming through the door are lung cancer patients. Many are accompanied by family members or caregivers, while others are alone. They’ve all come for support, but this is no ordinary support group. Our plan, starting with this first night, is to bring in the foremost opinion leaders to speak about every facet of lung cancer, from diagnosis, screening, profiling, and treatment options to ongoing research and clinical trials. And our goal is to empower patients to become advocates themselves as a direct result of what they learn in the Living Room.

			It’s time to begin. My daughter stands up.

			“Thank you all for coming. I’m Danielle, Bonnie’s daughter. My mom is here with us tonight, thank God. She’s right over there, and believe me, she’s going to have a lot to say. But I’m here to welcome you. In the six years since lung cancer came into my life and turned my world upside down, the Living Room support and education group has been my dream!”

			In that moment I see expressions change. What those gathered have long needed the most is about to be fulfilled. Perhaps it’s the word “support” that makes people smile, that makes expressions go from just being there to listen to being present to find hope. The patients and survivors before me no longer feel like a gathering of individuals but more as a collective bonded by common hopes and dreams.

			“I don’t have an agenda for tonight,” Danielle continues, “just a dream to create this place, this Living Room, where you can have a safe place to meet and talk about everything from high-level things like advanced genomic testing to eating mashed potatoes because the drugs you’re taking are not letting you keep anything down. Maybe you’re really mad at your doctor because he or she doesn’t get back to you in a timely fashion, or maybe you’re wondering when it’s time to get a second opinion. Or perhaps you’re dealing with family members or friends who have suddenly become absent because they just don’t know how to deal with our cancer.”

			Danielle whispers that final word because for so long, especially with lung cancer, patients have been afraid of the stigma associated with it. Looking out at the audience, I can see the resistance to opening up breaking down. The burden of embarrassment and shame begins to melt away.

			In the days following our first Living Room session, I heard from many attendees. “I left excited, so happy, and really appreciative that I found all of you,” one patient wrote. “Thank you so much for the honesty, sharing your personal stories, all the advice and suggestions.”

			“I feel like I have a new ‘family,’” another attendee said. “I look forward to seeing all of you again next month.”

			And with reactions like that, I knew we had made our Living Room open and welcoming, a place everyone who visits on the third Tuesday of every month could call home.

			***

			My own association with lung cancer actually predates my own diagnosis and treatment, but I didn’t realize that until after my recovery. After my mother’s death in 2005 to lung cancer we were going through her meager possessions that included four identical pairs of shoes in different colors she’d been wearing as long as I could remember when we came across a wooden box in which she kept her keepsakes and documents. One of those documents was her father’s, my grandfather’s, death certificate. We’d always thought he died of pneumonia, but according to the certificate, the cause was actually lung cancer, meaning the disease had left an indelible impression on my family long before I was even born.

			After recovering from stage IIIB lung cancer and being declared cancer-free myself in 2006, I accepted an invitation to speak at a cancer support group in a major medical center nearby to where I live in Northern California. The experience was life-changing, not so much because of what was said but because of the setting itself.

			Picture a large room with gray walls, gray carpeting, gray drapes, and gray folding chairs positioned around a gray oblong table—everything looked gray beneath the dull lighting. Even the people sitting there before me appeared gray. Nobody was living in that room. Instead of offering the support they’d come for, this place only reinforced the fact that they were dying. A support group setting should be a place where patients come to live, not die.

			“How’d it go?” my husband, Tony, asked me when I got home that night.

			“There was no hope in that room,” I said.

			And more than anything else, that’s what these patients had come to this support group for. They wanted to believe they could beat this dreaded disease, and listening to people who had done precisely that should have been, quite literally, just what the doctor ordered. But this setting was a prescription for quite the opposite by tacitly confirming their worst fears. They came in seeking hope, but they sure didn’t find it in that room.

			Within days, I gathered my small team at the foundation that our family had started to advocate for lung cancer patients.

			“We’re going to start a support group,” I announced. “And ours will be very different because it’s going to be a place where people come to find hope, a room devoted to living, not dying.”

			That first standing-room-only night, over eighty guests walked into our Living Room through that door marked HOPE. For our first time out of the gate, that was certainly a formidable figure, but the modest success we achieved that night left me wishing we could reach more, far more.

			“How do we reach more people, especially those who can’t be here in person?” I asked my team. “It’s not cost-effective to put a Living Room in every city. So how do we go to where the patients are?”

			“Why don’t we get a TV crew in here and we’ll livestream it to the world,” suggested Dani Gasparini, who did political interviews on TV in the San Francisco area.

			“Let’s do it!” I said, even though the technology to make it happen was way over my head.

			The few cameras we placed in the room were unobtrusive and didn’t stop anyone from wanting to share with those in the room, or with the more than a million people to date from 143 countries who’ve watched the live feed streamed on YouTube and Facebook Live. And if you miss a program, you can view it 24/7 on our website, where you also have access to our video library.

			More often than not, when patients are in treatment, it’s difficult for them to travel to or to attend an event at night, especially if they’re working. Thanks to streaming, we’ve been able to bring the Living Room to them, right into homes like yours, where patients can relax and have a cup of tea or a glass of wine while they enjoy our company in a virtual realm.

			When I went to Vienna in 2018 to speak at the annual International Association for the Study of Lung Cancer meeting, I spotted a beautiful young woman seated in the audience as I delivered my remarks from the podium. I could see from a distance the tears that streamed from her eyes. I made a mental note to go up to her to make sure she was okay and rushed over immediately after the session.

			Before I could speak, she asked, “Can I get a hug?”

			“Of course!”

			“I have lung cancer,” she said with an accent that I couldn’t quite place.

			We stepped away to a quieter area. She shared with me that she was from Australia.

			“The day I was diagnosed,” she said, her voice quivering, “I was terrified.”

			I hugged her again and held on to her longer.

			“In Australia, there’s no community support network,” she explained. “I didn’t know anyone I could lean on who understood what I was going through or could advise me on what to do. I felt alone. I searched the Web to look for some answers. That’s when I found your Living Room.”

			“Wait, that had to be, what, three or four in the morning for you, right?”

			“Yes. It was very early! I watched from under my covers in bed,” she said, still holding back tears. “I saw other patients sharing their experiences. It gave me hope. I didn’t feel alone anymore.”

			She cried. I cried. We hugged again for a long time.

			Witnessing how the Living Room had helped her, I knew I’d found my path. I became convinced that my efforts might not only provide hope but also help reduce the number of individuals—a staggering million and a half people worldwide—who are diagnosed with lung cancer every year. That was my primary goal, and the Living Room helped me realize it by providing patients with knowledge that educated and empowered them to have intelligent, interactive discussions with their physicians.

			After meeting this young woman in Vienna, I said to my team in California, “Let’s make the Living Room interactive so patients don’t just watch; they can chat live or email other patients or speakers in the room.”

			I love that today there are people in the chat room who’ve never met the people in the actual Living Room, but they nonetheless cheer them on through cyberspace with comments like, “Hey, tell so-and-so that I’m rooting for them.”

			One chat room participant from Prague said, “I’ve been watching your Living Room, and I see how you really believe in second opinions. I want to get a second opinion for my mum. Can you get me one?”

			“Yes, of course,” I said.

			The next day, I called Dr. Fred Hirsch, the president of the International Association for the Study of Lung Cancer at the time.

			“Fred, who have we got in Prague?”

			I explained to him why I was asking, and he gave me the name of a doctor who had trained with him as a fellow.

			“Here’s his email address,” he said.

			I emailed the doctor:

			YOU PROBABLY DON’T KNOW ME. I’M FROM THE UNITED STATES. I NEED A SECOND OPINION FOR A YOUNG WOMAN’S MOTHER IN PRAGUE.

			“I know who you are from your Living Room,” he wrote back. “Here’s my cell phone. Give it to her, please, and I will take care of her mother.”

			The Living Room, after all, is where you come to live.

			When I can’t be at a Living Room session in person, I make sure to arrange my schedule to watch online so that I can listen to everyone. One of our sessions originated from a hospital in Florida. All the patients spoke Spanish, which was a first for our Living Room audience. I couldn’t be there that night, so I watched it live on my laptop from my hotel room in Chicago. I didn’t understand a word, but I took amazing pride in the fact that the Living Room was now multilingual and everyone was smiling, the universal language.

			Lung cancer doesn’t discriminate among race, creed, nationality, or socioeconomic levels, and, contrary to popular belief, the overwhelming majority of patients never smoked in their lives or gave it up years before their initial diagnosis. My overarching goal is to make lung cancer as survivable as any of the more common cancers like prostate, colon, or breast. In fact, lung cancer is the number-one cancer killer annually worldwide, taking more lives than those other three cancers combined. In 2020, nearly 150,000 people in the United States will die from lung cancer and nearly 225,000 Americans will be diagnosed, also more than the sum total of breast, colon, and prostate cancers. And yet, from a funding standpoint for research, lung cancer lags significantly behind those three cancers.

			That needs to change.

			***

			By the time it was my turn to speak at our first Living Room on that December night in 2009, the room felt like one big family. Many new friendships had been made and many stories were shared, often for the first time in public. Our inaugural guests to the Living Room no longer felt hounded by the stigma of lung cancer and embarrassed by the shame. More than anything, they realized they weren’t alone. We had given them and ourselves an early holiday gift, one that would be with all of us in the new year and beyond. I imagine that when many of them passed through the door at the end of the night, they took another look at the word over the entry way that had originally welcomed them:

			HOPE

			We are a nation of people who can do the impossible. We’ve always been able to defy the odds and achieve what the rest of the world never bothered to attempt. It’s time to do that with lung cancer, which accounts for one-third of all cancer diagnoses. Think about that. If we can take down lung cancer, we’re that much closer to eradicating cancer entirely. The treatment for so many other diseases and cancers has already been advanced by lung cancer research and targeted therapies that are now being applied with other patients. Genomics is leading the way in advanced medical research, and lung cancer is leading the way in genomics. One size doesn’t fit all; not only is lung cancer teaching us that when it comes to treatment, it’s also teaching us how to precisely tailor a program for an individual patient. And thanks in large part to lung cancer research, we will see that applied to a myriad of other illnesses, cancer and otherwise.

			So much of the past year has been about the rise of the Black Lives Matter movement, in large part because of the murder of George Floyd in Minneapolis at the hands, and feet, of police. Remember George Floyd’s final words?

			I can’t breathe.

			Well, that’s also how lung cancer patients feel. They can’t breathe either. Since president Richard Nixon declared war on cancer in 1971, we have lost at least forty million people to lung cancer. The injustice of that is staggering, and we’re not going to lose forty million more. We can’t let that happen, and that’s why I’m writing this book. It’s for my children and grandchildren and all the people I have met on my own journey, to save their lives. The injustice has to stop too.

			Since our first night in San Francisco back in 2009, nearly a million and a half people have visited the Living Room, either in person or in the virtual sense. But we want to reach more, we want to do more to get the message of hope out there. So we created this book, in the pages of which you’re going to meet lung cancer patients and survivors, heroes all, who’ve found a way not only to live with lung cancer but to thrive as they fight to overcome the obstacles the disease plants before their plans and the setbacks it imposes on their dreams. Lung cancer gives no quarter and takes no prisoners. But neither do these brave men and women who, armed with the latest weapons modern medicine has to offer, have no intention of giving up the fight. They are our guests in this literary Living Room.

			This is what lung cancer looks like. The people you are about to meet are its face. They are you, they are me, they are all of us.

			But this isn’t really a book about lung cancer. It’s a book about people with terminal diseases who find the courage to live and thrive. They want to see their children graduate from high school, then college, perhaps marry and start families of their own. They want to become grandparents and grow old with their loved ones, to see everything they should be able to see.

			I’m so fortunate because I survived, one of the 17 percent or so who do, and I’m even more fortunate for having the chance to meet all the people you’re about to meet in these pages. They are my new heroes, the very definition of what it means to be brave. They don’t give in and they don’t give up, men and women who come to the Living Room hopeless and leave hopeful.

			So come right in. Join us and make yourself comfortable. Our session is about to begin.

			 

			FROM MY DAUGHTER ANDREA…

			My sister, Danielle, and I were opening a boutique at the time my mom was diagnosed. She waited until the very day we opened to tell us because she knew we would have abandoned all our plans if she’d told us before, and she didn’t want that. It was a horrible time in my life for the simple fact that losing my mom was not an option. And that was exacerbated by the fact that none of us knew anything about lung cancer. So we rolled up our sleeves and decided as a family we would become part of the decision-making process. We would be with her all the time, going to her appointments and being there for her through all of her treatments. We’d always been close. When my mom and dad separated, my sister and brother and my mom and I became the “Four Musketeers,” to the point that whenever one of us went out, we wouldn’t just say “Bye,” we’d also say “I love you.”

			My mom quickly realized that if she could be diagnosed with lung cancer, anybody could be diagnosed with lung cancer. I know that angered her, and she turned her attention to what she could do to change it, along with how the disease was treated and perceived. Sixteen years later, I don’t think she realizes the impact she’s made on so many people. As a family I know that we have a share in making that impact, and I know she takes great pride in that. But I want to make sure she’s enjoying her own life too, enjoying every minute she has with the family she’s created. I want her to have the same impact on my kids she has had with me.

			Recently there was a family in our foundation offices that reminded me so much of us sixteen years ago. A brother and a sister asking questions they desperately needed answers for. It was very emotional, and it reminded me of how important it was going to be for them to stick together the way we did and support each other when they’re having a bad day, just like we did. I think knowing we were so close, that we were in this together, made my mom fight the disease even harder because she didn’t want to miss out on her future with us and her grandchildren. Having 100 percent family support gave her one less thing to worry about, so she could focus on getting better herself. No one can go through a fight like that alone. That’s what we preach at the foundation. And if you don’t have that kind of support around you, we’ll find a way to get it for you, thanks to my mom, her vision.

			People take so much for granted, including the kind of family bond they have. I have friends who don’t talk to their siblings or maybe even their parents. I don’t understand that, how they can live that way, and how they’d deal with something like lung cancer if it came their way. I remember when I was a kid how my friends thought it was weird that we always said “I love you” to each other. They didn’t get it, didn’t get that we did it because we never knew if that might be the last time we saw that person again.

			If I had one wish, it would be that my mom was never diagnosed with lung cancer, that nobody ever got diagnosed with lung cancer. But my second wish would be that she would stop once in a while and smell the roses of all the great things she’s done. I’d love to have her enjoy the rest of her life, but I know if she heard me say that, she’d tell me she is enjoying her life, because helping others is what she enjoys more than anything.
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Prologue

			My Story: Diagnosis

			A nagging pain shot across the left side of my chest in late 2003, constant but not agonizing. It had appeared and disappeared for almost a year, along with a chronic, though mild, cough.

			I was never good at going to doctors. Even when I had pneumonia, I only went reluctantly after work to one of those urgent care centers for treatment. So I ignored the chest pains and cough, until the day my husband, Tony, and I were at the Laguna Seca Raceway in Monterey, California, for a work-related visit. I couldn’t catch a breath and could barely walk across the infield or climb the steps without stopping. I thought I was going to collapse.

			Tony grabbed hold of me. “What’s the matter?”

			“This ‘thing’ in my chest is really bothering me today,” I panted. “I can’t breathe.”

			“Okay, that’s it,” he said. “You’re going to the doctor. Now.”

			My primary physician sent me for a barrage of tests, including an echocardiogram. He was sure the pain was related to my heart. But the tests came back normal. So they ordered more tests. I saw a bevy of specialists, who suspected everything from bronchitis to a slipped disk.

			“No, I’ve got chest pains,” I insisted.

			My primary ordered physical therapy anyway. My predicament was not unusual at all in the annuls of lung cancer, a notoriously difficult disease to diagnose because the symptoms suggest so many possibilities. For that reason, they failed to order a CT scan that could have detected the kind of telltale tumors that can hide behind the heart and ribs.

			One neurologist finally diagnosed the symptoms as coming from a herniated disk in my neck. I bought into his theory and started taking Vioxx—an anti-inflammatory drug—to dull the pain. It reduced the pressure on my chest, but just when I’d gotten used to taking it every day, a study came out that showed Vioxx could induce a heart attack or increase stroke risk in some users, so it was pulled off the market. My pain quickly came raging back. After a cardiologist took chest X-rays that also came back normal, I decided I’d have to learn to live with the pain. What choice did I have?

			Tony was less accepting than I. He embarked on a mission to get to the bottom of whatever was happening to my body. He found a newspaper article about an independent center that did full-body scans that could detect early signs of cancer and heart disease.

			“Let’s get you in there,” he said. “I’ll get one too. What have we got to lose?”

			Full-body scans weren’t reimbursable services and generally required a doctor’s referral. We didn’t have one, but we explored our options anyway. The closest facility, in San Jose, California, had a long waiting list for the procedure.

			Tony was like a caged tiger, ready to go out and buy a machine himself if he had to. Then space opened up, and we paid nearly $2,000 each to have the scans done.

			The results came back quickly.

			“You’re fine, Tony,” the radiologist said.

			Then he turned to me. “See this right here, Bonnie?” he asked, scan in hand.

			A shadow covered a part of my left lung and aorta.

			“You need to take this to your primary care physician, today,” the radiologist said, a grave edge to his voice that made me feel as if I’d swallowed ground glass.

			I nodded and called immediately for an appointment. Those few steps into my primary’s office the next day felt like the longest walk I’d ever taken. Managing my breathing was easy, given that I was unconsciously holding my breath.

			“Bonnie,” he said. “You have a growth, and it looks suspicious.”

			“Suspicious? As in cancer?”

			I could barely bring myself to say the word, although by this time I couldn’t help but consider it. The CT scan had revealed something all the other tests missed. Still, given the absence of a definitive finding or diagnosis, my doctor ordered a follow-up CT scan to provide a more detailed picture and determine the size and exact location of the tumor.

			“Get it done right away,” he urged. “If I get the results tomorrow, I’ll call you. Otherwise, I’ll check up on you after I return from my vacation next week.”

			Talk about feeling powerless. And exactly one week later, my phone rang at 7:00 a.m. Never a good thing.

			“I need you to come in and meet with our pulmonologist,” my primary care doctor stated.

			“Not good news?”

			“No. Your scan doesn’t look good.”

			A cold wave swept down my body. My hand shook so hard that it took three tries to hang up the phone. I was fifty-five years old, president of one of the largest privately held oil companies in the US after starting work there fifteen years before. I was used to fighting for everything I achieved, to being in control. But I had the terrifying feeling this was going to be something I couldn’t control and might not be able to successfully fight.

			Tony was out of town, but I couldn’t bear to be alone. So I called my oldest daughter, Danielle, who had long shown deep interest in the medical world and I knew could offer comfort as well as knowledge.

			“Can you come over?”

			“Sure. Everything okay?”

			“Just come on over. I need you.”

			When she arrived, I poured both of us a glass of wine.

			Danielle looked at me doing that before the workday even started, her face paling. “What’s going on, Mom?”

			I took as deep a breath as I could. “We don’t have definitive results from the tests yet,” I said, trying to keep my voice steady, “but they saw something in the scans.”

			“What does that mean?”

			How do I say this? “There’s a tumor on my lung and aorta.”

			Danielle’s eyes widened. Her face got paler.

			“Don’t tell your brother or sister!” I pleaded. “Not yet, anyway. Let me find out what’s going on for sure first.”

			Tears formed at the corners of Danielle’s eyes. I looked away from her to prevent my own tears from falling. Then I grabbed her hands.

			“Everything’s going to be fine,” I said. “I’m not going to worry about this, and I don’t want you to stress. Let’s just take this one day at a time.”

			While most people were now beginning their workdays, we finished the bottle of wine in silence. And after Danielle left, I gave myself a good talking to, telling myself that worrying about the future only invites anxiety.

			When Tony came home, we met with the pulmonologist who’d already reviewed the films and proceeded to poke around me for what seemed like hours.

			“You have a tumor,” he confirmed. “And it’s in a precarious place.”

			I took a deep breath and let the words sink in, holding back the urge to speak. He held up my new scan to show how the tumor was on my aorta and subclavian artery. Every time my heart beat, the tumor beat with it. That’s what was causing my dull, constant pain.

			“So, do I have cancer? Do I have lung cancer?”

			“Well, we’re going to have to get a biopsy to see what kind of cancer it is.”

			I felt numb. I’ve never done “being vulnerable” well. I never allowed myself to cry in front of people. If I have to cry, which is rare, I do it in the shower. I took a long shower that day.

			Danielle and my other daughter, Andrea, were about two weeks away from opening a little boutique nearby in downtown San Carlos. I walked through the back alley of their store the next day and asked them to join me outside.

			“I may have lung cancer.”

			Just like that, I came out and said it, and silence filled the air between us. We were all speechless.

			“We’re not opening the store,” Danielle and Andrea insisted.

			“You absolutely are! If I can be strong and move forward, you can too. We can’t give in to this!”

			Due to the tumor’s location, we had a tough time finding someone who would agree to perform the required biopsy. My first biopsy was scheduled at a community hospital, the kind of facility that often doesn’t have the same standard of care as a major academic center for lung cancer. A staff member escorted Tony and me into a small room about the size of a broom closet. File cabinets and storage boxes were everywhere. The only resemblance to an operating room was the examination table. Not exactly a recipe to inspire confidence.

			Getting to my tumor, which was located dangerously close to my heart, wasn’t easy. The “procedure” began with the doctors using two Q-tip-like chopsticks, each about six feet long. They put cocaine on the edges and shoved them up my nostrils to deaden my senses and nerves. The lead doctor then pushed them up higher and higher until they were going down the back of my throat. That’s how he anesthetized me. Then he snaked a tiny camera up my nose and down into my lungs to where they thought the tumor was.

			The whole agonizing process seemed almost barbaric. Because the tumor was lying on my aorta and he was afraid of doing damage there, the doctor eventually conceded defeat and came up empty.

			“We’ll have to have a surgeon go in there and see what’s going on. Exploratory surgery is the only way we’re going to see what’s happening.”

			But that turned out not to be an option for me. In fact, I didn’t seem to have any options at all.

			***

			With Christmas just a few weeks away, I sat in my kitchen one afternoon reading a newspaper, and came across a small article I could have easily missed but thankfully didn’t.

			“Oh my God!” I leaped up from the kitchen chair, flashing page ten of the San Mateo County Times. “Look at this,” I said to Tony, holding the paper up so he could read a headline:

			SEQUOIA HOSPITAL TESTS LUNG-CANCER PROGRAM

			He put aside the dish he’d learned to make in his post-retirement cooking classes and moved in closer to read the brief article with me.

			“For the past several months, a University of California San Francisco (UCSF) surgeon has been coming to the hospital once a week to treat difficult lung cancer cases that would generally be referred to the University. ‘We’re testing the water but the goal is to make it a permanent thing,’ said Dr. David Jablons, chief thoracic surgeon to the University.”

			“I have to see Dr. Jablons!” I proclaimed, ready to jump into the car in that very second.

			***

			I had no problem going for a second opinion. Even today, I stress with newly diagnosed lung cancer patients the importance of getting one. I meet a lot of “Bonnies” out there, terrified by the horrible diagnosis they just received. They’re paralyzed. They don’t know how to make the next decision on their care. I urge them to do what I did: look for better physicians and better therapies. I tell them, “You need a second opinion.”

			It’s tough enough having lung cancer before we even get to the part about how people look at you when they find out. As I did initially, they fall prey to the common mythology that lung cancer is a smoker’s cancer. It’s not. Around 60 percent of newly diagnosed people either never smoked or quit smoking decades ago. People look at you and figure you brought it on yourself, that you don’t deserve to live. As Barbara Denson, a lung cancer patient who succumbed to the disease in 2013, said shortly before her death, “I never smoked, but smoking is going to kill me.”

			Since President Nixon declared war on cancer in 1971, forty million people have been lost to lung cancer alone. The bubonic plague, a.k.a. the Black Death, killed twenty-five million. The Spanish flu outbreak of 1918 allegedly took as many as fifty million lives (most estimates put the number at significantly less than that, closer to twenty million). And those are considered to be among the major pandemics in human history, even though neither killed as many as lung cancer has.

			Look at it another way. Every day we lose 450 people in the United States alone to lung cancer—that’s every single day. Now imagine waking up this morning to the news that the same number died in the crash of a jumbo jet. Sad and terrible, yes, but quickly forgotten; that is until you wake up the next morning to another jumbo jet crashing and 450 more lives lost. Same thing the third morning. Imagine the desperation and resolve to do something about it, to stop it from happening again. My point is that lung cancer is like a jumbo jet crashing every single day, but where is the concurrent desperation and resolve?

			Life feels over when you get any cancer diagnosis, but lung cancer is especially nefarious given that people are as likely to shake their heads at you as shake your hand warmly and wish you good luck. After all, you brought it on yourself, right? We had a visitor to the Living Room once who told people she had breast cancer instead of lung cancer so she wouldn’t be frowned upon. As the saying goes, breast cancer patients get casseroles while lung cancer patients get stigmatized.

			I couldn’t accept that. Since you’ve joined me today in our literary Living Room, you know I’m one of the lucky ones. And that puts me in the unique position to advocate for those who are following my path, hopefully to recovery. Surviving lung cancer was like being granted a second chance, and I intend to do everything with it I can, starting with educating both the public and lung cancer patients on the realities of the disease. That it’s a disease suffered by young people as well as older ones, and that no one should have to bear the additional burden of being stigmatized

			To that point, one of the major efforts I’ve taken on of late has been to initiate a medical trial called the Genomics of Young Lung Cancer to determine why so many young never-smokers, who are fit and active, with their whole lives in front of them, are being diagnosed with the disease. No matter your age, whether you’re twenty-five or eighty-five, lung cancer is like a scarlet letter on your forehead. My mission in life became to see that stigma erased so that patients need not feel like second-class citizens. Feeling ashamed was not acceptable to me.

			First, though, I had to get better myself.

			***

			Sequoia Hospital is a visionary community hospital that’s known worldwide. Tony and I had become donors after one of the hospital’s cardiac physicians took wonderful care of my dad. I’d even joined their foundation board. I was president of my second company at that time, and such appointments were considered kind of routine for those holding such a position.

			Not anymore in my case.

			I called the board president and explained to her what was going on with me and how urgent it was to get my treatment moving.

			“I’ll get in touch with Dr. Melissa Lim,” she offered. “She’s the pulmonologist who worked with Dr. Jablons in his UCSF lab and helped to start the lung cancer program here.”

			Barely an hour later, my phone rang.

			“Bonnie, go get your scans from the other hospital network,” Dr. Lim instructed. “Bring them to me first thing tomorrow.”

			She was waiting when I arrived the next morning and reviewed them on the spot. “Now give me forty-eight hours,” she said, without further comment.

			Dr. Lim used that time to reach out to the major academic hospitals in the area to get their opinions on possible courses of treatment.

			“It’s inoperable,” said one.

			“It’s too dangerous to perform surgery,” from a second.

			The third response was altogether different.

			“I took your scans over to UCSF,” Dr. Lim said. “Dr. Jablons wants to see you right away.”

			I sat in the waiting room of another physician, oncologist Dr. Fred Marcus, the next day, nervous but allowing myself a modicum of hope. I’d become good at handling life’s crises on my own, but that day I was glad to have Tony and the kids with me. With multiple sets of ears, we wouldn’t miss any information, good or bad. We were all a bit jittery but sat there quietly. Tony clutched my hand the entire time; Danielle and Andrea never moved more than a yard from me.

			The doors sprang open, and a young man rushed through. Our eyes followed him as he whisked past the receptionist to exit through another door that led to the examination rooms.

			Maybe that runner has my scans, I thought.

			Moments later, a nurse escorted the four of us into a small, sterile examination room cluttered with a few chairs.

			“This is Dr. Fred Marcus,” she said, pointing to the seasoned oncologist. “And this is your thoracic surgeon, Dr. David Jablons.”

			My mouth dropped—Dr. Jablons was the young man I’d seen charging down the hallway.

			“That was you?” I said to him, pointing toward the waiting room. “Are you even old enough to drive to the hospital?”

			“Thanks, but I’m fifty.”

			After the formalities, Dr. Jablons motioned for Tony and me to sit. He folded his arms, holding my charts close to his chest. With my eyes locked on his face, I searched for a clue of what was to come, but his expression was blank, giving nothing away.

			“Your lung cancer is stage IIIB,” he said, cutting to the chase. “You have the equivalent of localized early stage cancer.”

			I squeezed Tony’s hand. Speechless, I just stared.

			“It’s not biologically aggressive,” he continued, “but because it’s invading your aorta, it’s staged as IIIB…”

			I sank deeper into my chair.

			“Fortunately, though, it hasn’t metastasized yet to any other organs.”

			I exhaled.

			“It’s fortunate that you recognized something was wrong early on and were financially able to pay for the full-body scans. Another four or five weeks, we might not have been able to do anything.”

			“So, you can do something?” I managed, my voice shaky.

			“Here’s what I recommend.” He pulled a pen out of his pocket and started drawing on the white paper stretched across the examination table. “This is your heart. This is where we can do this…and that…and that…I’ll just take it out and then…”

			I don’t remember all of his words as he described the tumor’s encroachment in the aorta’s space. I do remember, though, that in terms of operative mortality, on a scale of one to ten, with ten being ridiculous, he rated me somewhere around a nine-point-five.

			Dr. Jablons drew out everything on that paper so I could understand his team’s proposed plan—where the problem was and all the technical issues involved. He wanted me entirely invested in the whole process. Then he ripped the paper off the exam table and pinned it to the wall like it was a Matisse. And to this man whose creative tool was a scalpel instead of a brush, that’s exactly what it was. To me, it looked like senseless scribblings, but I hung on to his every word.

			“Fred and I agreed that we’re going to start you on some pretty nasty chemotherapy every Friday and do radiation every Monday, Tuesday, Wednesday, Thursday, and Friday for about nine rounds.”

			My throat closed.

			Receiving the diagnosis of a potentially terminal disease, be it cancer or something else, is a full body blow. I’d already braced myself for that, but listening to Dr. Jablons lay out the rigors of the treatment protocol hit me even harder.

			“If we can shrink this tumor just enough to safely peel it off your heart and aorta,” Dr. Jablons continued, “we’ll be able to look at surgery.”

			With my eyes still fixed on his drawings, I asked what any business executive would: “What’s plan B?”

			The doctors exchanged looks.

			“Bonnie, there is no plan B,” Dr. Jablons stated plainly.

			I was incredulous. “No plan B?”

			“Look, if you don’t do plan A, the tumor will crush your aorta, and you will bleed to death.”

			My head dropped down toward my chest.

			“You have to have this surgery,” Dr. Jablons said.

			I couldn’t look at the girls or Tony. I’d dreaded that moment. No more tests, biopsies, or second opinions. I faced a fate I couldn’t fix. I couldn’t make it go away or control the outcome. Accepting that reality was tougher than accepting the diagnosis. I slipped deep into a meditative kind of thought where I felt detached, as if I weren’t really there.

			“Bonnie?” Dr. Jablons said. “Bonnie, this is serious, difficult, and dangerous. But that’s what I do.”

			I looked at him straight in the eye, inspired by his confidence. “You’re the guy.”

			“Can we go ahead and schedule you for the chemo and radiation?”

			I heard myself speak like it was someone else doing the talking. “Yes. Let’s do this.”

			I knew so little then about lung cancer, even though I’d lost four relatives to the disease, three of whom were stage IV (the most advanced), including my mother and maternal grandfather, who we initially thought had died from pneumonia until we found that death certificate years later.

			Tony, the kids, and I practically lived on the internet and in libraries searching deeper for as much information as we could find about lung cancer. What little we found was dire and hopeless, and there was practically no information at all on how to live with the disease. Also appalling was the lack of support groups for lung cancer patients and their loved ones. There was no place to go to share experiences or just ask questions.
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