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Advance Praise for Worth Fighting For




“Lisa is one of the most honest people I’ve ever known. It’s one of the big reasons Patrick loved her. Read it and you’ll see what I mean.”

—WHOOPI GOLDBERG

“I loved Patrick Swayze and conducted his last television interview before he died. We were joined by his wife, Lisa. She was soft, tough when she had to be, funny, wise and inspiring.”

—BARBARA WALTERS


WAIT A MINUTE . . .

. . . THERE.

I MADE IT TO THE NEXT MOMENT.


AND THAT’S HOW YOU GET
THROUGH A BAD MOMENT OF GRIEF.
YOU DO IT ONE MOMENT AT A TIME.



—From Worth Fighting For

LISA NIEMI and PATRICK SWAYZE were married for thirty-four years. They first met as teenagers at his mother’s dance studio—he was older and just a bit cocky; she was the beautiful waif who refused to worship the ground he walked on. Through the years their marriage strained under the pressures that many do, but it was always a uniquely passionate and creative partnership.

When they first exchanged vows, Lisa promised to be with her husband “till death do us part.” But how many couples stop and think about what that truly means? Worth Fighting For is a remarkably candid look at what losing a partner really entails—how to care for him or her, how to make it through each day without falling into despair, and how to move forward in the second half of your life when the person you spent the first half with is gone.
 
For the first time, Lisa Niemi Swayze shares the details of Patrick’s twenty-one-month battle with Stage IV pancreatic cancer, and she describes his last days, when she simply tried to keep him comfortable. She writes with heartbreaking honesty about her grief in the aftermath of Patrick’s death, and she openly discusses the challenges that the years without him have posed.
 
While this is an emotionally honest and un-flinching depiction of illness and loss, it is also a hopeful and life-affirming exploration of the power of the human spirit. Lisa shows that no matter how dark the prospect of another day may seem, there are always reserves of strength to call upon. She writes, “I tell you, I am a different person now. One who has been thrown into the fire and forged.” Like The Year of Magical Thinking and A Widow’s Story, this book is both a tribute to a marriage and a celebration of the healing power that each day holds, even in the most difficult of circumstances.
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LISA NIEMI SWAYZE is the coauthor of The Time of My Life, which she wrote with her late husband. In addition to writing, directing, and producing the film One Last Dance in 2004, she has held many film, television, and Broadway roles, and wrote, directed, and starred in the play Without a Word, garnering six Drama Critics Awards. In July 2011, she was honored with the title of Dame and invested in the Royal Order of Francis I for her work on behalf of pancreatic cancer. Before turning to directing and acting, Lisa began her professional life as a dancer. She currently divides her time between Los Angeles and New Mexico.
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Dedicated to the one I love
Gone from my sight, close to my heart


Worth 
Fighting For
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Patrick and I are wed, with Father Welch presiding.


Chapter 1
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FAIRY TALE

THE MOMENT I reached for my notebook to start working on this book, I was flooded with an emotion that I’ve tried to keep at bay for some time now. It’s a wave of feeling composed of endless tears, reminding me that I haven’t remotely cried enough.

The emotion that washes over me brings the distant past to an instant present. And the details scream out in my mind and heart: every time I pushed down my feelings, every time I smiled when my world was tumbling down around me, and every time I heard a piece of bad news and reacted positively, laughing with mock bravery when I should have been dissolved in tears.

There is a high price to be paid for the privilege of caring for your loved one when he’s dying, but it’s one I wouldn’t have traded for anything. I always said that I’d have plenty of time to cry later. When Patrick first got his diagnosis it looked like he might have only weeks to live. Then it was months. And then, luckily, we passed a year. And we kept going. . . . Twenty-one months is a long time to battle for your loved one against a foe like cancer. It’s a long time to “hold up.” And now, I’ve been spit out on the other side of the fight, alone, trying to figure out how I’m going to go on with my life.

Hot and cold.

Right now I’m running hot and cold.

As I write this in May of 2010, it’s been over six months since I lost Patrick, and right now, at this particular moment, I either despise the bad times he and I had together, or worship the good we had. No in-between.

So, at this particular moment, I worry how can I talk about us, him, in an objective way. One that gives an accurate, albeit can’t-help-but-be-emotional-here-and-there idea of what really happened, who he really was, who I have been, and who I am now. ’Cause I tell you, I am a different person now. One who has been thrown into the fire and forged. One who got stripped of all the nice things that sheltered me from the world, and from myself.

It’s been hard living out here in the cold. I look for a life raft anywhere, and there’s none to be found. No usual anchors to ground me. No more comfortable illusions. But this person I am is real, painful in its growing spurt, the growing spurt that’s happened without my husband . . . but real. And because I am real there are possibilities.

Now, this isn’t the way to start a book, but . . . I guess I’m having an angry day, one of those days that happens sometimes since the loss of my Buddy (“Buddy” was his lifelong nickname). And, yes . . . I guess I am sad.

I think I was hoping to wrap my experience with him up with a nice little bow. And remember it that way. At arm’s length. So, if I seem a little caustic right now, it’s just my attempt to have an arm’s-length view of the story I’m telling. And unfortunately, I know that my being snarky is an attempt to not feel the loss. Because . . . when I talk about him (as I’m doing here) . . . I miss him so much. So terribly. So completely that I worry how I’m going to get to the next moment.

Wait a minute . . .

 . . . there.

I made it to the next moment.

And that’s how you get through the bad moments of grief. You do it one at a time.

And now I want to talk about him. About who he was when he was here on this earth. My beautiful man. I want to tell this story before I get too far away from it and forget what the journey of the last couple years was really like. ’Cause we do forget. It’s only real when you experience it. After that, as time goes on, it becomes merely the recounting of a story.

—

YOU KNOW, it’s funny because there’s always so much talk about divorce statistics. When you get married you can’t help but be aware that there is an approximately 50 percent chance it will end in divorce. There are data about how many couples divorce in their twenties, their thirties, and so on, how many heterosexual couples, how many homosexual. There are television series starring divorced men and women, books written about divorce and by the divorced, major movies made, let alone all the divorced people you run into in everyday life, right? And then there are the children of divorced parents, the books the children write when they grow up, the movies subsequently made, the kids that are carted off to one parent or another, or even kidnapped. There is so much information out there about what happens when marriages don’t work out.

But no one ever talks about what happens when marriages do work out.

What happens when you stay together? If this is something that’s been the source of great discussions, it’s not really been on my radar. The short answer to what happens when marriages work out is that the lucky couple lives happily ever after. That’s the fairy tale. But we’re not living in a fairy tale, are we?

No one talks about the “till death do us part” that comes at the end of the traditional wedding vows. What it means, what it really means. I think it’s funny now how many people have changed that line to “as long as we both shall live” or “for all the days of our lives.” While I agree that the “death” word is a little gruesome-sounding, the two alternatives are full of loopholes. I mean, one can cherish someone’s memory—after one kicks him out of the house. I knew without a doubt, when things were so terrible between Patrick and me in 2003 that I moved out for a year, that I would unequivocally love him always and to the end of time, but I was still going to divorce his ass if things didn’t change in our relationship. (Luckily they did.) The other wedding vow alternatives also give me a laugh: “for all eternity” (really, you can really promise that?), and one with an even more obvious escape loophole, “through whatever life may bring us.” But hey, it’s honest. No one wants to be stuck in a bad marriage.

—

“TILL DEATH do us part.” That’s what Patrick and I said in our vows when we got married. I had already made sure “to honor and obey” was stricken from the record. Somehow I missed “till death do us part.” I was eighteen years old, I knew death existed, but it was still a concept, something far, far in the future. So far that I didn’t have to worry about it.

We had the greatest priest marry us, Father Welch. Father Welch was a friend of the Swayze family. Patrick’s mom, Patsy, had actually done some musical theater with him back in the day and said that he had a crazy sense of humor. She told us how one day the Father came up to her, “Hey Patsy, I have a great idea for the show,” he enthused, “Let’s have a really elegant lady in a fancy ball gown come on the stage, then when she gets to the chair, she hikes up her dress, sits down like a farmhand, and starts plucking a chicken! Isn’t that great?” I looked at Patrick and deadpanned, “He sounds great.”

And Father Welch was great. During my interview with him, which I found out was required for a Catholic wedding, I balked at saying yes to the questions about converting to the Catholic religion, raising children, and birth control. He’d wave a hand and write in, “yes,” “yes,” “yes,” saying that all these questions were going to change in a few years anyway so it didn’t matter. I find it hilarious that I was so honest and sincere that it was difficult for me to let him put in the “yes” answers, and yet, I didn’t once mention that I didn’t really believe in the institution of marriage, and furthermore, fully expected this one to end up as one of the divorce statistics. And that I was okay with that.

The whole idea of marriage had come about in an abrupt way. It wasn’t like Patrick and I had talked about marriage. We had talked about the future, though mostly in terms of what we wanted to do as dancers, where we wanted to dance, and with whom. I just wanted to dance. Patrick wanted to dance with me. And it made me nervous.

We had been living together in our tiny, one-bedroom brownstone apartment with dark yellow-gold walls in New York City for about nine months. I had just returned from doing a dance performance and visiting my family in Houston for a few days, where I had a conversation with my very liberal, open-minded mother in which she raised a surprisingly conservative point, and said, “You know . . . without the commitment of marriage, all you and Buddy are doing is ‘playing house.’” Yeah, and . . . ?  Back in New York, I made the mistake of relaying this exchange to Patrick. He just kind of . . . stopped for a moment. Three days later, we were in the middle of a tickling fight on our futon couch when he paused, his arms around me.

“What?” I asked curiously.

His face flushed. “Why don’t we do it? Why don’t we get married?”

I froze. And tried to buy time, clumsily attempting to negotiate a lengthy engagement, “Yeeahh, we could do that . . . we could get married . . .”

I had left home only nine months before. I wasn’t ready to move straight from there into another home. I had places to go, people to see, things to do! I wanted to dance! I didn’t even believe in marriage to begin with, although I planned to revisit my stance on that subject in another twelve years or so when I reached thirty.

“When?” he was warming up to the idea, “When do you think we should do it?” He was not only warming up to the idea, he wanted to close the deal right then and there.

“Uhm, how about . . . in the fall of next year?” That was a year and a half away. I figured I’d have plenty of time to figure a way out by then.

His face fell. And he began to look mortally wounded.

“Don’t you think that would work?” I defended. “Why? Why . . .” I softened, “What were you thinking?” Never dreaming that he would say . . . 

“I think if we’re going to do it, we should just do it right away. Like next month,” he said with conviction. “What do you think?” And he nervously looked me straight in the eye while he waited for my reaction.

Guess who won?

—

WE WERE so different from each other, and yet, so much alike. I was fourteen years old when I first laid eyes on him at Houston Music Theater when his mom’s dance school and company merged with the theater group I was working with. How could you not notice him? He was tan, buff, and had a dazzling smile. And his reputation for being a Casanova and having a big ego had preceded him. This wasn’t helped by the fact that my first contact with him came when we passed each other coming in and out of the theater, and he reached over and pinched me on the butt. “Hey there, cutie!” he said in a both friendly and mischievous tone. “Oh, brother.” I rolled my eyes as he passed me.

Although I had a rich and deep internal life, on the outside I was painfully shy and had excruciating difficulty being around people. I just didn’t know how to talk to them, not the slightest idea. I hate using that word “shy,” because it indicates that I was always that way. I wasn’t when I was in a situation I was familiar with. I always marveled how I could bust it up plenty loud and good with my brothers at home, but at school, never utter a word or raise my head or hand. I was so socially withdrawn that I would plot and plan how I was going to walk from point A to point B across a room in public long before I actually did so. Honestly, I wouldn’t make a move until I’d figured out how to do it and be as invisible as possible lest I draw attention and have someone look at me, or say something. I wasn’t just a wallflower; I was an expert, practiced wallflower. Not such an easy thing to master when you’re skinny and strikingly fair, with a shock of unusually white blonde hair. And yet, this shy girl is the same girl who opened up on stage like gangbusters, who felt she could reach out and touch the deepest parts of people.

Buddy, on the other hand, was gregarious. He carried himself shoulders back, head high, with the confidence of the popular guy, and one who was very comfortable with that position. Me, I was hanging with the longhaired, misfit, doper crowd. It was natural that any friends I did have were people who also didn’t fit in. And we hid behind our cigarettes, pot, and differentness. I wasn’t so noticed with them and it was okay to be weird. In contrast, Buddy looked like a cliché of the All-American, clean-cut, clean-living star athlete of school and home. He was almost . . . too perfect. And it wasn’t that I hated that about him, I was never quick to judge people. If anything, I gave them too much latitude. It’s just what I observed. If anything, I felt a little sorry for him. For all his being so perfect looking, and perhaps because of it, he didn’t fit in either.

One thing about being so quiet is that while everyone else is busy doing something or talking—you are watching. Really watching (beware the ones who are quiet!). You can see things that might not be apparent to others. Being painfully shy, I was always quick to see others’ pain, although I never let on that’s what I saw. Behind Buddy’s quick grin, I saw nervousness. Behind his bravado, I saw a pain I thought that even he didn’t really know about (that’s my fourteen-year-old self speaking). Behind his awkward teasing and small talk, I sensed a deep insecurity and need. One thing I knew for certain . . .

This guy wasn’t my type.

And later, when I shifted to dancing full-time with his mom, he asked me out.

Of course I accepted.

—

OUR FIRST dates were not very successful . . . to put it mildly. They consisted mostly of him chatting on to fill every possible silence and me barely talking at all as we cruised along in his bright yellow Opel GT. He loved that car!

A sample of our conversation:

Patrick: “My first car, I built from the ground up, I got most of the parts from my uncle’s automotive shop, he had gotten this big shipment of used Dune Buggies for old-folks homes and took them apart for parts, so I got to get whatever I needed from him, of course my Dad came in and helped me with some things. And then there was football practice, which was taking most of my time after school, and then I had to hustle to dance class so there wasn’t a lot of time to make extra money, and then there was a paper route I threw from three to four o’clock in the morning. But I manage to get to dance class every chance I get. So, you are looking to go to New York and dance?

(pause)

“Yes.”

(pause)

(pause)

Patrick: “That’s good ’cause you really have the talent. No, really, I wouldn’t just say that. You know Bob Joffrey, who I’ve known all my life, says that if I really work on my feet, you know how you can get that little arch just above the metatarsal. It’s the hardest thing, and then getting the foot to do that little wing. . . . It’s not so easy for a guy to get, but my feet are looking pretty good . . .”

And on and on. It was strange because the dates were so uncomfortable and yet . . . not uncomfortable at all. Of course I’d been told that all the girls wanted him and he could have his pick (so they said, and it was probably true). But he didn’t intimidate me, mostly because 1) I was not looking to lay any claim to him, 2) I had his number. I knew he appeared to be a flirt and to have a big ego. But I knew what he felt like inside. And though our first few dates were pretty terrible, there was a powerful attraction between us, and we kept coming back, even though we still didn’t trust each other. I was still wary of his self-centered, Casanova reputation, and he was still wary of my “bad girl” doper rep. And then, one day that mistrust melted away. It actually happened when he wrote me a letter from New York telling me that he thought he had fallen in love with a fellow dancer at Harkness Ballet. My reaction surprised me—I was happy for him. I discovered that I really cared about him. And the depth of my feeling surprised me.

You know, some people talk about how they knew when they met the love of their life. I didn’t know that Patrick was going to be the love of my life. I wouldn’t have even dared to suppose that. But I did have a premonition, a strong sense that there was destiny between us. Maybe it was that we’d have a more meaningful relationship before we parted, or . . . I didn’t know exactly what. But I knew there was going to be something. And I was confident in it. From the beginning, even while I still had my guard up, I saw something deep inside him that I thought was pure gold. It belied all the things that were said about him and who he was, it belied even the things he said about himself. And then one night, right before our relationship made a turn and we started to trust, I had a dream about him. It was like a moving picture, moving, but still life. He was seated on something akin to a windsurfer board, a small sailboat floating on a big, beautiful, blue lake . . . bright, clear, golden light shining on him . . . a breeze gently blowing through his hair. And he was sitting naked, feet folded up in front on him. And though he was beautiful, it wasn’t that it was sexy . . . he was pure. And he smiled at me with one of the most beatific smiles I’ve ever seen.

I woke up with wide eyes! Now, I’ve been writing down and paying attention to my dreams since I was twelve years old. I was shocked at this vision of him in my dream. I knew then, without a shred of doubt, that I liked him. I really, really liked him.

So, when he asked me to marry him, when for some crazy reason I was still holding on to the idea that he “wasn’t my type,” that, and a few other things that concerned me about committing to him for the rest of my life . . . I was not prepared to let him go. And I didn’t feel I could say “no” without losing the relationship, or hurting him badly.

“Oh, well,” I thought, “I need to go through with this. We can always get divorced later.”

And on June 12, 1975, as I stepped out into my family’s small backyard in Houston, Texas, the group of family and friends standing scattered in the grass, Father Welch standing calmly center with his Bible, my father proudly offering his arm to me at the back door to lead me out, out to face a fuzzy Patrick, Patrick standing stiff and still in his light blue suit, fuzzy not only because he seemed somewhat paralyzed, but as I grasped his hands and we held tight, tears had pushed their way into my eyes . . . and they started to stream down my cheeks.

—

AND WE were off to the races! From being dancers, we went to working in the theater, from theater we moved to Los Angeles for film. There were heartbreaks and struggles, along with adventure, enthusiasm, and sweet little victories. It was tough at times, but we were resilient, and we always made it somehow. We were living and pursuing our dreams.

It was during this time that I started to learn how to talk to people. I started with things as simple as saying to a grocery cashier, “It’s a nice day today.” Then I graduated to more challenging conversation. Practice, practice, practice.

How ironic is it that this quiet, introspective girl got thrown into the public eye on a level that few people have to deal with? When Patrick first did the miniseries North and South and then hit it big with Dirty Dancing, the lid blew off our lives and there were not only multitudes of people and decisions to make, but he and I were thrown into a high-profile world that included doing press and on-camera interviews for national and international audiences. Gimme a break! Patrick was always pulling me from the shadows that I moved in so well. Actually, early on, before he had made any kind of name for himself, his first manager suggested that he not even mention he was married, to which Patrick emphatically and without hesitation said, “No way. I’m proud to be married.” Not many other ambitious actors would have made that choice. He always insisted that I be a part of everything he did and included me in every interview possible. He wanted people to see me. We were a team. I learned how to give an interview with the best of them (Patrick being my main example!).

At the same time, the fact that I was so quiet and guarded came in handy in this new, highly public life. A life in which there were many things you did not tell. To anyone. Ever. Not sharing your deepest thoughts, your painful problems, or any unhappiness was considered an asset to a public image, but it reinforced the worst of my lonely struggles and feelings that I was always on my own to sink or swim.

Along with success comes another set of problems. I’ve always said, “If you really want to test someone, give them what they really want.” Getting want you want removes the idea that once you get it, everything will be great. Try living with that. Lots of people can’t deal with it. And as down-to-earth a person as Patrick could be, he got lost in that conundrum more than a few times. Added to the fact that he spiraled downward when his father died, taking on the booze that his dad had imbibed for many years. And alcohol and he did not mix very well.

So many challenges. And so many adventures. With our new lives we got to travel, do incredible things, enjoy fascinating work, have access to situations people only dream about and be crazy in love with each other as we learned, grew, and gained valuable experience. We also fought, pushed ourselves beyond stress, and tested the limits of our relationship. From Patrick I learned bravery, knowing that nothing is impossible, and the startling ability to push beyond the boundaries of what you think your limits are.

I don’t know how—but we always hung in there together. Close as close could be. A friend once described us as symbiotic twins, something I thought possibly was not a compliment. But through thick and thin we stayed fast, which only made it all the more painful when in 2003 I moved out after his drinking had escalated to a breaking point. I know I had reached mine. It had been a good ten years in coming, and I felt I was breaking in half. It had gotten to the point where I knew something had to stop or someone was going to die. It was that terrible. I was gone a year. And after he stopped drinking, and there was some hope that things could be manageable again, I moved back in.

But our reunion was not going to solve all of our problems. And little by little, my faith in the relationship crumbled further into despair. I’d find myself waking up in the middle of the night crying, not stopping for hours. I had given up on the hope that Patrick’s and my relationship could turn around and truly be what it was meant to be, and I felt like I was witnessing the living death of our marriage at that point.

My friend Lynne, who had been there for me in some of the hardest times, always reminded me that miracles could happen. I didn’t believe that was possible with Patrick and me. There was too much history. Sometimes you just go too far down that road of destruction. There ends up being too much hurt, you become too entrenched in your positions to ever break free. Again, for the final time, I was ready to leave, for good. I hadn’t moved my stuff out yet, but in my heart, the door had closed and I was already gone. And then . . .

A miracle happened.

Honestly.

A lady psychic came to visit us—yes, that’s right, a lady psychic—and it was the catalyst that turned our relationship around overnight. Whether this woman was truly psychic or just incredibly intuitive, or both, she saw what was going on and, unlike many, wasn’t afraid to say what she saw and not back down. Mercilessly, but with care, she wasn’t going to let us not see. And what happened, I wouldn’t have believed was possible if I hadn’t been through it myself. It was as if both of us were ready to walk through that door together at the same time. It was nothing short of magic. I felt like for the first time in years Patrick saw me, really saw who I was, who he fell in love with. And though I was still afraid, I still wanted him more than anything on the planet. We saw that. And we opened ourselves to each other and took that leap together. Hand in hand.

The change was profound. And when a few weeks later, we broke into a terrible argument, Patrick stopped in the middle of the argument and held me tight, tears coming into his eyes, and he said, “I will do anything. I never want us to go back to the way it was.” My heart melted, and I squeezed him back. We were finally learning what to do, to have what we wanted so much. And every time he showed me love, every time he was kind to me, every time he smiled at me, it erased the parts of our history I thought could never heal. Crazy, huh? You can heal with love. Just sometimes too much stuff gets in the way of that love.

When we were first together we had always joked about how a relationship was not supposed to be easy, that it wasn’t like we were Prince Charming and Snow White. All “roses and daffodils,” as we said. And God knows it had been work. But here we both were, over three decades later, and we had just witnessed a fairy tale come true. It took over thirty years, but it was better than roses and daffodils. He had me. And I had something even better than the man of my dreams.

Then . . .

—

NEW YEAR’S 2008, we were visiting friends in Aspen and raised a glass of champagne for a toast over dinner. Patrick grimaced a little when he swallowed it down, but he didn’t say anything. Throughout our trip and our stay at our ranch in New Mexico, he was hitting the Tums pretty regularly. But I didn’t worry; he’d always had a sensitive digestive system.

Back in Los Angeles a week later, he came to me on a Sunday afternoon, “Do my eyes look yellow to you?” He hadn’t been feeling well and had bad indigestion. I had also noticed he had eaten little to nothing in the last two or three days. I peered into his eyes curiously, moved him into better light to make sure. “Yes, yes, they do look yellow.” I called Celinda, our housekeeper for over twenty years, over to confirm, “Yes. Yellow.” She nodded in her definitive way. I looked at him . . . “Let’s get you in to the doctor first thing tomorrow,” but Patrick assured me that there was no rush. I’m not an alarmist, and wasn’t trying to be one now, but I shook my head, “No . . . better to go. This is not normal. Let’s get you in.” So what, I thought. We get it checked out and that’ll be that.

—

THERE’S A word in the Finnish language that the Finns hold in very high regard—“Sisu.” I’ve known of this word since I was a youngster, and being of Finnish heritage, I was told that this “Sisu” was in my blood and a part of my DNA. My family’s roots on both sides are Finnish, and I am the second generation born in the United States. I always thought that my family was a little strange. That is, until the first time I visited Finland. Everyone there was just like my family! I realized that we weren’t crazy; we were just a Finnish family living in Texas, U.S.A. Hell yeah! And while I learned from Patrick how to be braver and to believe nothing was impossible, I had also learned how to be tougher than the rest as I grew up as the only girl with five strapping brothers (and no, I was not spoiled being the only girl). But that toughness and pluck was nothing compared to the “Sisu” I had been always been told was my birthright.

“Sisu” basically means courage. But it’s more than just having guts. Loosely translated into English it means strength of will, determination, perseverance, and acting rationally in the face of adversity. For example: a riding student falls off a horse, she doesn’t cry and gets back on the horse. If she falls again, and keeps getting back on, she is showing Sisu. Several Finnish athletes have shown their Sisu, like Lasse Virén, who in the Munich Olympics fell during the 10,000-meter running event, but got up and won the event, breaking the world record. In 1939, a powerful Russia invaded Finland with three times as many soldiers, thirty times as many aircraft, and one hundred times as many tanks. By the time it was over, the Russians had suffered heavy losses and succeeded in taking only 11 percent of Finland’s territory. Unbelievable.

Sisu is not a momentary courage, but a particular brand of doggedness, one that is capable of facing down death itself. Knowing that you have lost and still continuing to fight . . . that shows Sisu.

The next two years would test my Sisu beyond anything I had ever imagined.


Chapter 2
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THE DIAGNOSIS

[image: image]

Early January 2008, fresh from morning skiing. 
A few short weeks before Patrick’s diagnosis.

JANUARY 14, 2008. By the time we got to the doctor’s office it was late afternoon on Monday and fast approaching office closing hours. I had driven Patrick in since he had an upset stomach and wasn’t feeling very well. Dr. Davidson’s was a forty-five-minute drive from our house, longer with traffic, and was located just around the corner from Cedars-Sinai Hospital.

We sat waiting in one of Dr. Davidson’s examining rooms, Patrick messing with his settings on his iPhone, me thumbing through a magazine and thinking about the inconvenient traffic we’d face on the way home. Davidson, a small, sincere man who could flash a dazzling smile at will, came back into the room. He waved a piece of paper in his hand, Patrick’s blood results. He wasn’t smiling.

“Uhm . . . your bilirubin is high,” he said.

“My . . . what did you call it? Bilirubin?” Patrick asked. We had never heard of a bilirubin and frankly, we both thought the word was a little hilariously silly-sounding.

“Yes.” Davidson nodded, explaining that bilirubin was a pigment in the bile juices that gives your stool its brown color . . . ah, that makes sense, Patrick’s stool had turned pale in color . . . and this bile/pigment is usually eliminated through the bile duct in the liver. That is, unless something stops it from flowing through and it backs up.

Dr. Davidson gave us the number. “It’s showing at 13.3.”

“Is that high?” I asked.

He nodded. I could see from his concerned doctor’s demeanor that this number was indeed very high, but he didn’t linger on this information, focusing instead on, “I’m going to call Mark Taper Imaging over at Cedars-Sinai and see if I can get you in for a CT scan right away.” And he went to contact them.

Patrick and I looked at each other. We were impressed that this seemed serious enough for the doctor to get Patrick in for a scan, even though it was after hours. At the same time, we weren’t going to get too worried about something that might be nothing. Like years ago, when Patrick had a couple of oval brown marks on the lower part of his leg. They looked like motorcycle burns, like what happens if you wear shorts and touch your calf to the hot cylinder and scorch the skin. But these oval marks didn’t go away after a while. Although Patrick isn’t a huge hypochondriac, he worried that this might be cancer. He worried and worried for three years. And I heard about it and heard about it. Finally, I begged him to go to the doctor and ask him what it was so I didn’t have hear him keep fretting about it. He went. It was nothing but an errant blemish.

At Mark Taper Imaging a half hour later, we were whooshed through the lobby and into a back room before the few people still around recognized us. An hour later, Patrick had the CT scan, and we were back in the car on the way home. We called Dr. Davidson to see if he had gotten the results yet.

He had.

The scans showed a 5 by 4 centimeter mass on the head of Patrick’s pancreas. That’s approximately 2 by 1½ inches.

And an alarm sounded inside our heads.

What? What does this mean? Dr. Davidson was hesitant to guess until further investigation. But we pushed.

“We-e-l-l-l, it could be cancer,” he said.

“And . . . what else?” hoping there was more.

“You could have acute pancreatitis. Which could be caused by heavy alcohol use,” he ventured.

I didn’t like the tone of Dr. Davidson’s voice. He was usually very friendly and engaging, but from the time he got Patrick’s blood results back, he had been quite serious and professional. Though I did my best to ignore it, I heard in his voice that he was afraid, more than afraid that Patrick had cancer. I was hoping for the better scenario—that it was pancreatitis due to alcohol consumption. That gave me something to grab on to. Patrick had slowly started to drink again a little here and there, and who knows, who knows . . . maybe a lot more when I wasn’t around.

In figuring out what this thing was, this mass, the next step was for Patrick to have an ERCP (endoscopic retrograde cholangiopancreatography), a procedure in which a scope is inserted down your throat, through your stomach, to reach your bile duct; there the doctor inserts a stent that will open up the bile duct, thus letting bile flow, relieving his jaundice and pale stool and bringing his bilirubin count down. Okay . . . Also while they are in there, they will take a look at the mass, aka “the tumor,” and they’ll get a biopsy. Great, great, then we’ll know! The only problem was that this wasn’t going to happen for another five days.

“Five days?”

We were not happy. We already knew that this might be cancer. Five days of not really knowing was . . . ridiculous! I knew that Patrick was upset and tense, although he didn’t say too much about it. I jumped on the Internet, trying my best to find evidence one way or the other (mostly looking for the noncancer alternatives), but the information was so broad at that point, I just gave up.

We just kept the most positive outlook possible while we waited. Funny that you would hope that a diagnosis would involve alcohol abuse, that you would pray for it even . . . rather than have it be a diagnosis of cancer.

The days went by and finally . . . it was early on a bright Saturday morning when we showed up at the gastroenterology department on the seventh floor at Cedars-Sinai Hospital. It was a busy day there because it just so happened that a big conference of GI doctors had assembled for that weekend. In order to get Patrick in for the ERCP as quickly as possible, we chose to go ahead and do it during the conference, otherwise it would have been another five days before he could get an appointment. We couldn’t bear waiting any longer. Basically, this conference consisted of a couple of days in which gastrointestinal doctors gathered from all over the country to perform, to watch the procedures, and to exchange information. Though we worried about there being so many people and the risk of Patrick’s privacy being compromised, we saw the situation as a big, big plus. Patrick was going to have some of the best doctors from all over the country looking at this. We felt lucky that we were going to have so many expert minds involved.

The ERCP would involve three doctors in one room who would insert a scope down Patrick’s throat into his insides with a camera attached, and in the room next door, what the camera saw would be viewed by twenty or so doctors. There was great excitement and energy in the department, people hurrying around with cables strewn through the rooms hooking up to recorders and monitors. I thought it was kind of ironic, I mean, Patrick is used to being on camera, right? But this was like some crazy sitcom, “We’re shooting live! Get ready!” But there’s something so personal, so oddly intimate, in a different way, about having a group of people looking literally inside you. There’s no celebrity, no doubt about your humanity when you’re traveling down a person’s esophagus, down into the deep regions of his gut.

Patrick and I laughed and chatted with the nurses as he was prepped for the procedure. I took a deep breath and held his hand throughout, and when it was time for him to be wheeled in, I kissed him lightly on the lips and smiled at him, just in case. “I love you,” I told him. Already getting woozy, he returned with a dopey smile, “I love you.”

—

THEY COULDN’T get the stent in.

Dr. Lo and the other doctor who actually performed the procedure took me into a nearby private office afterward and explained that the area around his pancreas was so crowded and blocked that they couldn’t get through to insert their little piece of metal and open it up.

And another thing . . .

“He has pancreatic cancer.” They were solemn. “Everything we saw points to this. The blockage, the mass is consistent with . . .” I don’t know which one was saying this to me, or whether both said it together; it all ran together at that point. I just remember the information kind of freezing in my brain. I heard it, but I could feel it freezing . . . because it had no reality attached to it.

“Are you sure? How can you be sure?” I had to ask.

“We’re 98 percent certain,” they said with a look that indicated they were sorry to say it. They filled me in with some information about the disease, where it was placed with Patrick. Adenocarcinoma, the head of the pancreas . . . that it can be aggressive . . .

“Maybe the biopsy can come back negative?” I hoped.

One doctor took a breath, as if he was considering saying, “There’s always a chance.” But he thought better of it and let his breath go, “No. . . . It’s just going to confirm what we already saw.”

“That’s right,” the other nodded.

“We’re so sorry . . .”

—

I WAS feeling an odd rush of different thoughts: Oooh, I don’t want to cry, not now, not now. Should I cry? I don’t know what to do. Why do I feel nothing? Am I looking stupid? Am I hearing what they’re saying? I feel okay, but can I trust myself to really hear this information? I didn’t know how to feel what I was feeling. The word “cancer” brought instant terror, but terror that was uninformed and confusing, so much so that I couldn’t even identify it as terror at this point. I looked around as we talked . . . it was a normal day, like any other normal day. And yet, I had just been given this huge news . . .

“Would you mind,” I blurted out, “Would you mind getting on the phone with my sister-in-law, Maria, in Houston and explaining this to her? She’s an oncologist there . . .” I didn’t trust myself to hear them properly.

“Of course.”

I found Maria’s number in my cell phone and dialed her, my fingers tingly and removed. My oldest brother, Ed, picked up. “Ed!” I tried to sound casual but to the point, “Is Maria there? I need to talk to her.” A doctor’s husband, he didn’t ask any questions, he just said, “Sure, I’ll get her.” And he handed the phone over.

Maria’s voice was bright and buoyant, “Hello, Lisa!”

I explained where I was, that Patrick had just had an ERCP, that they had just diagnosed him with pancreatic cancer and I needed to let the doctors explain to her what was going on because I didn’t trust myself to remember it all.

Maria was suddenly quiet, “Okay, sure . . . put them on the phone.”

I handed the phone over to Simon Lo. I felt that I was calm and in control, that I was handling this. Then why was my voice shaking? Why was it so cold in the room?

—

PATRICK WAS recovering slowly from the endoscopic procedure, and doing so poorly. Most people bounce right out, but not him. It’s possible that the amount of air they had to pump through him to attempt to get the stent in was now causing him pain. I joined him at his bedside as he started to come around, my hand resting lightly on his shoulder. He grimaced and then emitted a groan. He was still woozy and recovering from the anesthesia. I was recovering also, but not from the drugs. I was trying to get my footing, trying to figure out what the next step was. How do I tell him this news? How do you tell someone he’s been diagnosed with cancer?

His abdominal pain from the procedure was so intense that the doctors had him stay overnight in the hospital, and we moved into a room. He was still dopey and now had new pain medication on top of that. I didn’t feel like I could tell him, not when he wasn’t fully conscious. How can he assimilate information like this when he was incredibly medicated and in pain? I decided to wait until morning. Yeah, that’s what I’ll do . . . I’ll wait . . . 

What a dreadful night. Living with this horrible knowledge all to myself was an incredibly awful thing. I felt as though I was the one who had crawled into a coffin and closed the lid. I could hear the nails being banged into the top. And it was very dark and lonely there. And as I lived with this knowledge, I didn’t feel too terrible about not telling him right away. I felt that it actually was a good thing that I hadn’t told him yet, and in a way, it became my gift to him. I knew how I felt having this new, terrible knowledge, and I couldn’t imagine how he’d feel once he knew, too. I mean, he was the one who had cancer. I counted . . . if I waited until morning, he’d have eight more hours of innocence. Eight hours was a lot of time. A lifetime, in this case. Also . . . I suppose I didn’t tell him because I didn’t want to go into that future just yet. I knew that, inexorably, on a dime, our lives had turned. And they’d never, ever, be the same from this day forth. Once he knew, there was no going back. We’d be on our way.

—

I WOKE up on the lumpy hospital cot the next morning, dressed in the same clothes I had been wearing since the previous morning, and brushed the hair out of my face with my hand. Dr. Nissen, a young surgeon we hadn’t met before, was sitting at the foot of Patrick’s bed talking to him. Patrick was alert and awake. I panicked that the doctor was going to say something and tried to straighten myself up and get my bearings as fast as I could. But I was too late. Patrick was looking confused. The doctor looked at me. I’m sure I looked scared.

“He doesn’t know?” he was asking me.

My stomach turned. I shook my head. “I didn’t tell him yet.”

“During your ERCP they found you have pancreatic cancer,” he told Patrick. So much for picking the right time.

Patrick looked quickly at me, alarm rising in his eyes. I just met his eyes as steadily and calmly as I could. Dr. Nissen continued explaining what he could provide as a surgeon, that surgery provided the best chance of survival, but they had to confirm that the cancer had not yet spread to other organs.

We were nodding. I could see Patrick taking in this information evenly, and he definitely appeared attentive. But he was as stunned as I was. As he told me later, inside he was thinking . . .

“I’m a dead man.”

I think both of us had that kind of deer-in-the-headlights look the entire day. We kept calm and composed, as we had learned to do under pressure, as an overwhelming slew of doctors came in and out of the room, most of whom we had never seen before. For the next couple of days, doctors were assembled who could address any and every possible aspect of the disease, from surgery, to attempting another stent in the next week, to chemotherapy and treatment options, to setting up his PET scan for the following day. There were discussions about how to alleviate the intense discomfort he still had, about different hospitals that offered treatment, risks of infections, pain management . . . One thing that was hard to take was that no doctor sugarcoated the disease. Every single one of them told us there was no cure, and that we had some decisions to make quickly—sooner rather than later. Though it was hard to hear, I respected them for being so honest. I would rather hear the truth. I can do something with the truth. I can’t do anything with a lie, even if it is a little fib. Patrick felt the same. We held on to the hope that the disease had not spread and Patrick could go into surgery, a major, complicated surgery called a Whipple Procedure. They remove most of the pancreas and parts of other organs, thus increasing his chance of survival past two years by 35 percent. What was the life expectancy without the procedure?

“How long have I got?” Patrick was brave enough to ask Dr. Hoffman, one of the doctors and an oncologist/cancer doctor who could provide treatment locally in LA.

“It depends. Maybe a couple weeks, maybe a couple months,” replied Dr. Hoffman evenly. “I won’t kid you. This disease is extremely aggressive.”

Later that first day, Patrick turned to me and sighed ruefully. I could tell there was emotion under the sigh, but he was without self-pity when he remarked, “You know . . . whenever I heard that someone had pancreatic cancer, my first reaction was, ‘Well, he’s outta here.’ ”

I couldn’t reply, I could only listen.

Patrick and I had been married for more than thirty-two years and had been through the worst and best life could bring us. But nothing could prepare us for this diagnosis. Nothing could prepare us for the hours of just doing our best to take in new information regarding further tests, possible procedures that could be done if the disease hadn’t spread, and the possible outcomes, of which there were pitifully few. Okay, to be straight, if his cancer had indeed spread, we were being told that there was only one real possible outcome, and it’s not the good one.

It was a good twelve hours after Patrick first heard his diagnosis when all the doctors and nurses finally dwindled out of the room for the day. The staff shift changed, it quieted, and he and I were finally alone.

After we revisited and recapped the day and all the information we had received, we fell silent. What could you say? I crawled into the bed with him and laid my head on his shoulder. And started to cry. And then, softly through my sobs, I begged him, “Please . . . I can’t do this. Please, don’t make me do this.” I had been through thirty-two years of ups and downs with him, been through a yearlong breakup, jumped out of airplanes, survived fame, failure, off-airport landings, a miscarriage, drunken arguments, rehab, horses, dogs, cats, laughter, shouts, and tearful embraces. And now I was begging him to not ask me to do this one last thing. As if he had a choice about changing his reality. It was a nonsensical request, and I knew it. But I so did not want it to be true. And at that moment, and after all we’d been through, I felt finally beaten. I wondered if I could ever get up again.
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