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The health information expressed in this book is based solely on the personal experience of the author and is not intended as a medical manual. The information should not be used for diagnosis or treatment, or as a substitute for professional medical care. The author and publisher urge you to consult with your health care provider prior to attempting any treatment on yourself or another individual.
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{ dedication }


To my mom, Aura Carr, she taught me how to be a survivor long before cancer.
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{ foreword } by Sheryl Crow
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“Hi, Doug. How are you? Me? Not so great. You know how I’m always calling you to ask you for referrals for newly diagnosed friends? Well … this time it’s me.”

I will never forget the afternoon I received the news I had cancer. The three calls I made first were to my parents, my ex (who happens to be a very well-known cancer survivor), and Doug Ulman, the president of the Lance Armstrong Foundation and a dear friend.

My routine mammogram showed micro-calcifications, not unusual for someone my age. It was my ob-gyn who called and said there was no point waiting for six months to check on them, and that a biopsy in both breasts would be wise. It’s possible she saved me from having more radical treatment, simply because I didn’t wait and instead was diagnosed very early.

Anyone who has ever been diagnosed with a disease will tell you that time stands still in that moment. In fact, it backs up and runs over you on its way past. I barely remember hearing the words “It’s cancer,” but the tears in my doc’s eyes are an everlasting image in my mind.

I called my parents on the way home. My parents are my best friends and have always been there on every level for me. And, in their usual fashion, they calmly alerted my siblings and promptly flew to Los Angeles to be with me. Right behind them were my sisters and my longtime manager, and later, my brother and his family.

Our initiation into Cancer College took place in what felt like a boardroom, with my family and my manager and my oncologist sitting at a very long table looking at visuals of breast ducts, drawings of cells gone wacko, and lots of medical statistics. (I can safely say that my dad is a breast expert now and not by choice.) We learned more about cancer in two hours than I learned about anything in four years of college. The doctor told us that there are many different kinds of cancer and that because mine wasn’t in my lymph nodes, I would get off relatively easy. However, the bottom line is, even though the cancer may go away, knowing that you had cancer doesn’t. The fear of it coming back doesn’t go away, either.
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It has been a fascinating journey for me. I have been embraced by an amazing community of women who are survivors or who have lost loved ones to cancer. Women generous in sharing their personal stories. Courageous women who still manage to find humor in even the toughest of circumstances. But the one testimony I believe I heard the most was the correlation of breast cancer to nourishment. My whole life, I have felt like a self-sufficient person, a make-shit-happen kind of gal. Totally fit, healthy eater, meditator for years, that’s me. Being diagnosed with cancer really opened my eyes to the fact that anyone can have it and that even though we think we have control over everything in our lives, we don’t.

What I was forced to learn, like so many other women I’ve spoken with, was to put myself first. To really honor myself by saying no to things I don’t want to do. This is a very new exercise for me. I have always been a pleaser of the most committed kind. The idea that the breast is very symbolic of nurturing and of nourishment resonates heavily with me because I, like so many other women, have mastered putting everyone else’s needs before my own.

For me, the mere act of letting people take care of me was a challenge. It felt completely foreign. The first week of radiation, my mother made eight different kinds of organic soup. My dad got up at the crack of dawn to feed my dogs, make the coffee, pick up the paper. My family took weeklong  shifts to take care of me—or just be there. The mere switch to not planning activities, not preparing meals, actually taking naps or just resting, required complete restraint.

Every day since that time, I have reminded myself of what I took from the experience. Things I don’t ever want to forget. I look at my breast cancer “tattoos” and am reminded of the expansion that was created in my life because of what I went through and of who I’ve become, and I am grateful.

There are no real handbooks on what to do first when you get your diagnosis. No one can tell you how the experience is going to go. In my case, I knew I was not going to die, but I also knew, early on, that my life would never feel or look the same.

I remember my radiologist saying to me, “Your mission now is to ask yourself every day, ‘Am I doing what I want to be doing?’” And I do ask myself that, every day. I try to make the answer yes, even if it requires saying the word no and disappointing someone.

My experience was about letting go. It was about really experiencing all that was happening at the deepest emotional level, for that is where the big life changes occur. That is where you meet yourself. Where you begin remembering who you are and who you were meant to be. I don’t believe you have to be diagnosed to come to these lessons, but sometimes the catastrophic moments in life force you to focus in on the immediate.

I love Kris’s book because it made me feel so many things. Familiar things. It made me laugh and reflect. And thank God, she is one of those women who has the courage and generosity to share her experience. Let’s face it, life is a constant challenge. It’s full of unexpected detours that no one but you can navigate. This book will be a comfort to so many who are going through the experience or who have graduated to survivor.

—Sheryl Crow
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NEEDLE OFF THE RECORD.
PARTY’S OVER.
REWIND. STOP. PLAY.

[image: art]

February 2003. After a week of partying like a rock star at Florida’s Sarasota Film Festival, where a film I was in premiered, I returned home to New York City, ready to begin a new detox and health plan. No drinking for one month—seriously. I had been burning the candle at both ends, and my body was crying out for a break. I wanted to be happier and healthier, lose a few pounds, and catch up on some much-needed sleep. Basically I was exhausted and sick and tired of complaining about it. How many times had I started a health kick only to sabotage it a few days later? It was so much easier to care for my career, business, clients, friends, family, everyone else … but me. This time something inside me was saying, Enough is enough.

So the very next day, I started my new regime by going to a yoga class. Not just any yoga but Jivamukti style—the trendy, metrospiritual workout that combines vigorous asana with chanting and kick-ass  music. With dreams of a cleansed and blissed-out yoga bod, I optimistically signed up for a one-month series.


my icon:
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PROFILE:

KRIS CARR




AGE: Professionally, 25; legally, 30-something

HAIR COLOR: Blond

EYES: Green

HEIGHT: 5’8”

WEIGHT: 122-ish (okay, 130-plus)

HOMETOWN: Pawling, New York

OCCUPATION: Award-winning actress, photographer, and filmmaker

FAVORITE SAYING: “You want to make God laugh? Tell Her your plans!”

BEST TIP: Read this book! Highlight it, scribble in it, doodle, write down your tips, and share them with other Cancer Babes who need to giggle, sob, dance, and reflect.





In yoga you’re supposed to leave your cell phone and ego at the door. On that particular day I did neither. It had been months since I’d practiced strenuous yoga, but there was a hot guy directly in front of me … so I acted like a professional pretzel. Hot Guy and I kept catching each other’s eye, me in forearm stand, and him sneaking a peek while curled up in the child’s pose. I showed off and flirted throughout the entire class—until my phone rang, which created a wave of incredulous gasps throughout the room. For those of you who have never made the mistake of shattering the Zen with your Motorola, it’s totally humiliating.

The following morning I felt like a truck had hit me. It was obvious that I’d been way, way off base about my fitness level. I shrugged off the pain and went about my business, confirming headshot appointments and booking auditions, followed by the daily slathering-on of makeup, pouring myself into tight jeans and push-up bra, and curling my blond hair into winsome locks.

I was a professional photographer and an actress. Every day I pimped the product either in front of or behind the lens. Since my recent Super Bowl victory, where I appeared in not one but two Bud Light spots, I was considered “the Julia Roberts of advertising” (according to my agent) and was temporarily in high demand. In some circles I was even considered iconic. Thousands of drunken frat boys took time out of their pepperoni pizzas and seven-layer dips to determine whether or not they’d “do” me.
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The audition of the day: a commercial for a famous diet shake whose name I won’t mention. It doesn’t matter anyway because it turned out I was too fat for the ad and didn’t get the job. How quickly my shooting star had fallen. P.S.: Think twice the next time you compare yourself to people on the boob tube or in the fashion rags. If I had a dollar for every time I’ve been retouched by the industrial advertising complex, I’d be living high on the hog!

Fast-forward to the evening. My muscle pain had gotten worse. Added to the mix was shortness of breath and severe abdominal cramps. Something was up. Shit! How inconvenient. My health plan had barely begun. I called my doctor the next morning.

Dr. Fabulous was like the Nobu of medicine: You couldn’t get a seat unless you knew someone. Fortunately Dr. Fabulous was a big theater fan and remembered me from a buck-naked, check-out-my-birthday-suit nude scene I did in the Arthur Miller play Mr. Peters’ Connections with Peter Falk. I saw Dr. Fabulous once or twice a year and he never failed to tell me, in a disappointed tone, how different I looked on stage; he wouldn’t recognize me if he didn’t know it was me. No kidding. There is a big difference between being all sexed up to play the ghost of Marilyn Monroe and looking red-nosed, bleary-eyed, and in need of serious antibiotics.

Dr. F’s assistant Danielle, a real broad—tough, feisty, and lovable—walked into the examination room and barked, “Why the hell are you here?” I told her I thought I’d fractured a rib on my first day of detox showing off for a hot guy in yoga class. She snorted and buried her hands in my abdomen. I writhed in pain. “I think it’s your gallbladder,” she told me. “Let’s see what the doc says.”

Dr. F did his usual drive-by examination and agreed that the pain was probably the result of a faulty gallbladder, which more than likely needed to be yanked, but not by him because he had vacation plans. Damn! He sent me off with a prescription for some very tasty pain drugs and ordered an ultrasound—posthaste.

Half an hour later I was lying on yet another examination table while a nameless nurse passed a scanner across my gel-covered belly. She had a mysterious half-worried, half-trying-to-look-casual expression on her face. I kept asking her what she was seeing, but she was evasive. “I am not sure. I’m having a hard time; you’re very gassy.” I laughed. She couldn’t see my gallbladder because I was gassy? She left the room, came back with another instrument, and started scanning again. This time the seriously distressed look in her eyes made it clear that she saw something.

“What?” I asked her.

“You’ll have to speak with the doctor,” she said.

Something was very wrong.


{ swiss cheese }
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First I called my friend David to come and wait for the results with me, and then I called my dad, Ken. He quickly headed for the city. My mom stayed behind to take care of my ailing ninety-two-year-old grandmother. Finally, hours later, the doctor gave me what little news he had. The surface of my liver was covered with tumors. In fact, the pictures of my liver looked like Swiss cheese. My heart stopped. What the fuck? Next, he told me to come back in the morning for more scans and blood work. And he scheduled a next-day appointment with a gastroenterologist.

David walked me home. I sobbed the whole way. By the time we got to my apartment, my dad had arrived and was pacing the room. Dad’s always been the one to go to in a mess; he’s way more rational and practical than my mom, Aura. Like the time my mom caught me shoplifting. She wanted my ass hauled down to the police station to learn a lesson. Dad held my hand and brought me back to the store with the “hot” barrette and told me to apologize to the manager and tell her I’d never do it again. It was totally embarrassing and completely cured my wandering fingers. “I am really proud of you; let’s get a hot chocolate,” he said.
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My father has always helped me come up with solutions to my problems and encouraged me to face them head-on. My mom, on the other hand, is spicy and wild-tempered (she’s half Colombian). When I did something wrong, she’d lose her mind and try to melt my face with her laser-beam you-are-so-dead stare.

“What is it?” Dad asked me now. He grabbed me and shook me an inch from his face.

I burst into fresh tears. “It’s my liver. They said I have tumors all over the surface of my liver.”

He turned white and held me close, as if to protect me from my internal invader, as if he could squeeze the unknown disease right out of me. “Jesus Christ!” Then, “It’s okay, love, we will figure this out and I will be strong for you.” A rock, just like he’s always been.

My father went to the bedroom to call my mom while David gave me a long hug. Ten minutes later Dad walked out red-eyed and passed me the phone. Mom was devastated. How could this be happening? That night I gave Dad my room and slept on the couch. He’d never stayed overnight at my apartment before, and since I felt guilty for possibly screwing up our lives, I wanted him to have the comfy bed.

I was fourteen years old when he adopted me. Ken Carr and my mom had been dating for five years when one sunny day he asked me the question that would change my life forever: “Would you like to call me Dad?” Though I played hard-to-get at first, secretly I was praying he’d make me his real child. My mom even bought me a special outfit for the big day: a yellow pleated skirt printed with golf balls, from Esprit. Golf is my dad’s favorite sport, and though it bores me to tears, I thought the skirt would show him just how grateful I was.

Alone with my thoughts, I spent the rest of that night staring at the ceiling. My imagination ran wild. When the sun came up, I slowly got dressed. The still-constant pain of the day before had numbed my entire being, but I didn’t care; my mind was focused on the slew of tests that lay ahead.
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{ a frickin’ mess }
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Dr. Semi-Fabulous was placed in charge of my case because Dr. Fabulous was doing whatever doctors do on vacation. Dr. S’s singsongy, noncommittal tone made me feel terminal. I searched his face for some kind of clue but got nothing. He threw out a few possibilities: focal nodular hyperplasia, multiple adenomas. “We just don’t know.” A needle biopsy through my rib cage would determine for sure. As it turned out, Dr. S and my dad went to the same college, Syracuse University (go Orangemen). After what seemed like hours of the banal small talk and topical chitchat that guys pursue when they’re avoiding the real issue, my dad asked to talk to the doctor alone. Oh God! I excused myself and headed to the bathroom, along the way running into feisty physician’s assistant Danielle. We hugged, and she asked how I was. She had the same look in her eyes that the sonogram nurse had given me.

“What do you think it is? Seriously, what is your hunch?” I asked, even though I wasn’t ready to hear what my deep dark thoughts feared, and she knew it. So she positioned her answer as a question. “What do you think of when you think of tumors, many, many tumors?”
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“The C-word,” I replied.

“Yup.”

Panic. The room started to spin. What was going on inside my body? Cancer is such a frightening word. I imagined myself hairless and clinging to life. How could this be happening to me? Cancer happened to other people. People you read about, not people you knew and loved, certainly not yourself. I was only thirty-one, young and vibrant. I was a Bud Girl, for Christ’s sake! I felt like I was staring down the barrel of a gun, waiting to find out how many bullets were inside.

Over the next several days, I was in and out of the hospital for a battery of tests, including the aforementioned biopsy. There was no way I was going to sit alone in my apartment waiting for the results; I’d have snapped. So I grabbed Crystal, my cat, and spent the night at my parents’ house in Connecticut. At 5:45 a.m. we woke up to a blizzard, but my dad shuffled us all into the car anyway. My appointment wasn’t until 9:00 a.m. but, by Dad’s calculations, “New York’s gonna be a frickin’ mess.” As always, he was right. We piled into the Expedition and headed to the city.

My whole body needed to be scanned, including my brain. Great. It didn’t take me long to become an expert at CAT scans, MRIs, and radiology. I figured out in short order exactly which locker to use for my clothes, which direction the gown needed to face, and how to tie it and keep my dignity. On that particular snowy day, Nurse Mildred—DRED being the operative syllable—escorted me to the machine. MilDRED hated me. I stood for every dissatisfaction and frustration in her life. MilDRED was bored and depressed, and she didn’t try to hide the fact that she hated every minute of working in a cancer hospital.

MilDRED walked five paces in front of me. I trailed behind dressed in my gown and chocolate-brown cowboy boots. She was not pleased.

“Do you want hospital slippers?” she deadpanned.

“The boots are fine,” I replied.
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I wore my cowboy boots every day and I certainly wasn’t going to abandon them in my hour of need. They represented my fantasy life, a life of freedom on the range with a porch swing and a handsome, yet handy, cowboy at my side. I was not going to let MilDRED take the boots or the dream away from me.


{ the tunnel }
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When encased in a fluorescent MRI coffin for two hours, the mind has a tendency to wander into the darkest crevices of the imagination. I began to ponder the human brain and remembered being told in biology class that we consciously use only 10 percent of its power. If that’s true, how is the rest used? Is there a portion of the brain that sends messages throughout the body to heal it? Isn’t it miraculous that when you break a bone, your body knows how to fuse it back together? Is it possible to slip a message in there somehow? I felt like I was on to something.
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There must be a way to code a message that I could sew into the fabric of my brain. Reverse the tumors. Reverse the tumors. I began to meditate on the command. I was visualizing, praying, pleading. Why hadn’t I worked on a better relationship with God, Goddess, or whoever the heck is up there? Was it too late? I felt kinda guilty and spanked for the shallowness of my usual requests: that acting job that I’d just die if I didn’t get, or the destruction of the all-too-accurate scale at the gym. Now I was praying for my life and the powers that be were laughing. Ha-ha.

Just then the tray I was resting on began to move me toward the light. I never imagined it would be this way at the end, with MilDRED waiting for me on the other side.

After the tunnel trip I met up with my mom, dad, and younger sister, Leslie, all sitting in the hospital’s waiting room. The room was full of people, much older than me, male and female, with and without family, all awaiting the arrival of Dr. Guru Specialist. Every door that opened, every lab coat that glided by held the promise of the Guru. I took a seat next to Leslie and started punching my boot, nervous as a cat. Was I breathing? Was my heart beating? Yes, I could feel it throbbing, racing, and throwing itself against my rib cage. Finally the sea parted and the Guru appeared. I immediately tried to read his expression. Was it good, bad, what? Was he smiling? How fast was he walking? Did he pause at the chair before sitting? Was I going to die? He paused! Shit!
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Mom and Me




{dead woman walking}
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self portrait taken 1 hour after diagnosis



The doctor started his explanation with the word Well—a loaded word if ever there was one. It is most frequently used in such situations as breakups, layoffs, and bad medical news. Fasten your seat belt when the head of the transplant unit at Mount Sinai begins his sentence with the word Well. “Well, we didn’t find them in your bones or spleen, but there seem to be about ten more tumors in both lungs.” Silence. A wave of nausea flooded my body. My recent emotional narcolepsy promoted itself to emotional paralysis.

I excused myself to the restroom, and as I rose from my chair three words came to my mind: Dead Woman Walking. I locked myself in the bathroom and stared in the mirror in shock, fighting, fighting, fighting back the tears. How would I pull it together and get back out there? Cold water. I began to fill the sink with cold water. I soaked my hands in it, then my face, and as I submerged a gentle voice from down in my gut said, No. As family lore has it, my first spoken word was not Mommy or Daddy, but No. I took a deep breath and went back out for a second helping of horror.

My clan was intensely huddled around Guru. And the verdict was … epithelioid hemangioendothelioma. Translation: Holy shit! Try to say that three times fast. You can’t, so let’s call it EHE for short. It’s an extremely rare vascular cancer affecting the lining of the blood vessels in my liver and lungs. Stage IV. Nationwide, there are approximately two to three hundred cases of EHE diagnosed annually. It typically appears in multiple sites, and nobody knows how it happens. Great! Pass the chardonnay.

Next topic: liver transplant. Not only had a train hit me, but now it was speeding away, dragging me behind. Because tumors had also been found in another area of my body, I was not a high priority on the donor list—why waste a liver on me when the cancer had already spread to both lungs? Just as well. I wanted to keep all my bits and pieces anyway, thank you very much. I plan on leaving with what I came with. My dad, ever the optimist, quickly asked if anyone in the family could donate half a liver, if a match existed. There has been much success with partial transplants, and my clan was eager to help. Nope. In my case the tumors would probably pollute the new half, and we’d be back to square one.



JOURNAL ENTRY

The “C” word, me … how is that possible? I’m young, healthy, and active. I was good, I followed the rules, ate right, exercised, drank in moderation, I say please and thank you and leave 20%, I’m vegetarian for moral reasons, for God’s sake, I’m a Democrat! I did all the right things. 

Why me? How does this happen?
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Next, my mother began a line of questioning, and I could just smell the direction it was taking.

“How old a liver can you use?” she asked.

“There have been positive results in livers up to ninety-two years old,” the Guru responded.

“Oh,” my mother replied. “How long can it be on ice for?” She was offering my grandma’s liver! My grandma: at the time still very much alive, and still very much a pain in my mother’s ass.

“Mom! She isn’t even dead yet!” I pictured Mom brandishing a pillow next to Granny’s bed, a cooler by her side, and burst into laughter. Guru was not amused. In fact, if I had been him, I would have alerted the authorities.

Since I was asymptomatic, the Guru recommended a “watch and wait, let the tumors declare their intentions before attacking the shit out of them,” approach, at least for the next two months. He wanted to gauge how the cancer was moving: steady, slow, or fast. Why couldn’t I have a popular cancer? No, I had to get a rare cancer that only affects about 0.1 percent of the population. There would be no groups for me, no walks, no ribbons, no sisterhood bullshit, nothing. In fact, although studies are under way, there is no cure and no definitive treatment for EHE. What! Why? I guess the answer to that is pretty obvious. Why spend time and valuable money on a disease that affects only a few people? I used to celebrate my uniqueness; now it seemed like a total detriment to my survival.

Patience has never been one of my strengths. The idea of casually sitting on a time bomb was about as appealing to me as sliding down a razor blade into a cold pool of alcohol. And yet a part of me was relieved and grateful that my disease could be slow moving. I mean, the one thing that all cancer patients pray for is time, and for the moment it looked like I had it. Plus, I had no desire to start some crazy experimental treatment right away. Becoming an observational lab rat was definitely not my cup of tea.

As I fought back tears, I asked if there was anything I could do. “No, just try and live a normal life,” Dr. Guru said. Earth to Dr. Guru, come in, Dr. Guru. Was he high? How the hell could I do that? How could I live with cancer without thinking of dying every day? It was just so weird. I didn’t look sick, I didn’t feel sick, and yet there was so much cancer in me. “If you want to, focus on building your immune system through diet and lifestyle,” he added.

I quickly perked up. He’d just thrown me a crumb of control. I could do that! I could participate! I could educate myself and help my body out! Shit, maybe I could figure out how to get rid of this thing on my own (I’ve always had a rather inflated sense of myself).  Dr. Guru didn’t know it, but in that moment he planted the seeds for a personal revolution. 

Right then and there, I vowed to take that crumb and turn it into a cake. I was not gonna kick back and wait for the unknown. I was going to dive in and become a full-time healing junkie!

{ Whole Foods:  my pharmacy }
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Next stop: Whole Foods, the organic grocery superstore. The four of us piled back into my dad’s Expedition and sped down Seventh Avenue. My family was in shock. Though slightly empowered, I was still extremely numb. As I rolled down the window and the blast of winter air slapped my face, tears began to flow down my cheeks like water from an overflowing tub, calmly and consistently. My facial expression never changed.

My mother raced around the store frantically filling two shopping carts with every organic piece of produce she could get her hands on. If it was leafy and green, it went into our cart. My mind was so overloaded, I couldn’t even muster a protest at the sight of the dinosaur kale in my mom’s desperate little hands. What would we even do with this scary-looking vegetable? If the cancer didn’t kill me, this plant certainly would. My sister and I grabbed books, vitamins, herbal potions, and candles (I had to relax, right? Stress is bad! RELAX!). I’ll admit I did throw in a few items that had nothing to do with cancer but I was too cheap to buy for myself. My parents would have written a check for forever to make it all go away; they certainly wouldn’t protest over a tube of $30 Dr. Hauschka face cream.
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Though I was showing up late for Cancer College, at least I was enrolled—and determined to ace all my tests!

That night I went to bed feeling more alone than I’d ever felt in my life. The next day I woke up and started work on my survival plan. The first appointment I scheduled after they put a name to the face of my cancer was a second opinion, followed by a third and a fourth. I met some of the best cancer doctors in the country. Though each one had a different theory and different approach, they all agreed that in my case “watch and wait” was the way to go. If you wanted a cancer treatment that would really make you frustrated, this was it.
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{ fast-forward   to today }
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So much has changed since February 14, 2003. I pulled a Dumpster up to my life and totally renovated my way of being. I still have cancer. The doctors use the term indolent when describing the tumors now. Definition: “Lethargic; not showing any interest or making any effort” (sounds like me at fifteen). Whether I like it or not, they’re a part of me. But I am happy to say that (for the time being) the cancer is stable—that is, not growing. It’s like a light switch that’s turned off, and there is a good chance it’ll stay that way. Cancer as a chronic disease? Chronic diseases are herpes and diabetes, not the big C. It was just so hard to understand. Like most people (doctors included), I was still caught up in the militaristic shock-and-awe, win-the-war approach.

But cancer has changed, and so have I. Life goes on, even becomes normal again. I refused to let cancer wreck my party. There are just too many cool things to do and plan and live for.

I hate using the G-word—you know, cancer is a “Gift.” Yuck. It isn’t! There is no return receipt, and it certainly isn’t a present I’d give to you. “Happy holidays! Ooh, just what I wanted, cancer, you really shouldn’t have.” Cancer isn’t a puppy, a pony, a new doll, or a shiny truck. Cancer isn’t something to say thank you for, but it can be a catalyst. I finally had permission to take risks, put myself first, and dump my baggage. Yes, it may have been Louis Vuitton, but it still had to go! Why had I neglected myself for so long? I had an inner voice that knew better, so why had I ignored it?


{ cancer gets  a makeover }
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It’s all a process. And change takes time. Some days I really understand the need for kindness and self-compassion. Other days I frantically try to push against the river, or I just break down and sob. If yoga (now a more
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