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In the opening pages of Lucky Man, I described a morning in Florida nineteen years ago when I woke up with a hangover and a twitching left pinky finger. In the intervening years, my life has seen many changes. Most mornings, for example, I awake to find my left pinky finger perfectly still—it’s the rest of my body that’s shaking uncontrollably. Technically, my body is only fully at peace when my mind is completely at rest—that is, asleep. Low brain activity means fewer neurons firing, or in my case, misfiring. As I awaken, before my conscious mind really knows what’s happening, my body has already gotten the news in the form of insistent neural instructions to twist, twitch, and contort. Any chance of slipping back into sleep is lost.




This morning Tracy is already up, dealing out breakfasts and readying the kids for school. I blindly fumble a plastic vial from the nightstand, dry-swallow a couple of pills, and then fall immediately into the first series of actions that, while largely automatic, demand a practiced determination. I swing my legs around to the side of the bed, and the instant my feet hit the floor, the two of them are in an argument. A condition called “dystonia,” a regular complement to Parkinson’s, cramps my feet severely and curls them inward, pressing my ankles toward the floor and the soles of my feet toward each other as though they were about to close together in prayer. I snake my right foot out toward the edge of the rug and toe-hook one of my hard leather loafers. I force my foot into the shoe, repeat the process with the left, and then cautiously stand up. Chastened by the unyielding confines of the leather, my feet begin to behave themselves. The spasms have stopped, but the aching will persist for the next twenty minutes or so.




First stop: the bathroom. I’ll spare you the initial details of my visit, except to say that with PD, it is essential to put the seat up. Grasping the toothpaste is nothing compared to the effort it takes to coordinate the two-handed task of wrangling the toothbrush and strangling out a line of paste onto the bristles. By now, my right hand has started up again, rotating at the wrist in a circular motion, perfect for what I’m about to do. My left hand guides my right hand up to my mouth, and once the back of the Oral-B touches the inside of my upper lip, I let go. It’s like releasing the tension on a slingshot and compares favorably to the most powerful state-of-the-art electric toothbrush on the market. With no off switch, stopping means seizing my right wrist with my left hand, forcing it down to the sink basin, and shaking the brush loose as though disarming a knife-wielding attacker. I can usually tell whether shaving is a good idea on any particular day, and this morning, like most, I decide it’s too early to risk bloodshed. I opt for a quick pass with an electric stubble trimmer. Miami Vice lives.




A bench in the shower takes the pressure off my feet, and the steady drumbeat of the water on my back has a therapeutic effect, though if I sit here much longer, I might never get up. Getting dressed is made easier by the pills, which have begun to assert their influence. I avoid clothing with too many buttons or laces, although I’m still addicted to Levi’s 501s, making me a fashion victim in the truest sense of the word. In lieu of proper brushing, I raise my twitching fingers up to my hairline and, raking it back, hope for the best. Executing a slow shuffle (my legs haven’t yet earned my trust for the day), I make my way out to greet my family.




At the turn from our bedroom into the hallway, there is an old full-length mirror in a wooden frame. I can’t help but catch a glimpse of myself as I pass. Turning fully toward the glass, I consider what I see. This reflected version of myself, wet, shaking, rumpled, pinched, and slightly stooped, would be alarming were it not for the self-satisfied expression pasted across my face. I would ask the obvious question, “What are you smiling about?,” but I already know the answer: “It just gets better from here.”…




 




How to Lose Your Brain Without Losing Your Mind—that was my original title for the memoir written eight years ago. On the second or third page of the earliest draft, I made reference to myself as being a “lucky man.” After a few edits, I kept going back to those two words, and eventually they found their way onto the cover of the book. They fit then, and they still do now.




As the title for this new book, Always Looking Up works on a couple of levels. First off—let’s just get this one out of the way—it’s a short joke. At a fraction of an inch under five-foot-five, much of my interaction with the world and the people in it has required that I tilt my head backward and direct my gaze upward. However, this isn’t a manifesto about the hardships of the vertically challenged. Frankly, my height or lack thereof never bothered me much. Although there’s no doubt that it’s contributed to a certain mental toughness. I’ve made the most of the head start one gains from being underestimated. And that’s more to the point of it—Always Looking Up alludes to an emotional, psychological, intellectual, and spiritual outlook that has served me throughout my life and, perhaps, even saved me throughout my life with Parkinson’s. It’s not that I don’t feel the aching pain of loss. Physical strength, spontaneity, physical balance, manual dexterity, the freedom to do the work I want to do when I want to do it, the confidence that I can always be there for my family when they need me—all of these have been, if not completely lost to Parkinson’s, at least drastically compromised.




The last ten years of my life, which is really the stuff of this book, began with such a loss: my retirement from Spin City. I found myself struggling with a strange new dynamic: the shifting of public and private personas. I had been Mike the actor, then Mike the actor with PD. Now was I just Mike with PD? Parkinson’s had consumed my career and, in a sense, had become my career. But where did all of this leave me? I had to build a new life when I was already pretty happy with the old one. I’d been blessed with a twenty-five-year career in a job that I loved. I had a brilliant, beautiful, funny, supportive wife and an expanding brood of irrepressible kids. If I had to give up any part of this, how could I possibly protect myself from losing all of it?




The answer had very little to do with “protection” and everything to do with perspective. The only unavailable choice was whether or not to have Parkinson’s. Everything else was up to me. I could concentrate on the loss—rush in with whatever stopgap measures my ego could manufacture. I could rely on my old friend from the nineties, denial. Or I could just get on with my life and see if maybe those holes started filling in themselves. Over the last ten years, they have, in the most amazing ways.




What follows is a memoir of this last decade. But unlike Lucky Man, it is thematic rather than chronological. Work, Politics, Faith, and Family. These are the struts of my existence. These are the critical supports of my life.




Together they form a bulwark against the ravages of Parkinson’s disease. My identity has so much to do with my ability to self-express, to assert my creativity and productive worth (work), my rights and the rights of whatever communities I’m a part of and therefore responsible to (politics), my freedom to seek spiritual purpose (faith) and to explore the complex bonds I share with those I love most (family) and without whom I would have long since succumbed to darker forces.




While not a strict narrative, Always Looking Up describes a journey of self-discovery and reinvention. The story is a testament to the consolations that get me through and give meaning to every area of my life.




For everything this disease has taken, something with greater value has been given—sometimes just a marker that points me in a new direction that I might not otherwise have traveled. So, sure, it may be one step forward and two steps back, but after a time with Parkinson’s, I’ve learned that what is important is making that one step count; always looking up.






















· PART ONE ·




Work
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Into the Great Wide Open




In many ways, day-to-day life is tougher now than it was when Lucky Man was published. I thought I was in rough shape in 2000 when I retired from Spin City. The twin hammers of producing and performing in one hundred episodes over a four-year span had knocked me on my ass. Brain surgery two years earlier had reduced the emphatic tremor on my left side but had done nothing to diminish the trembling on my right and in my legs. Titrating medication was a daily battle with a shape-shifting enemy. The segues between being “on” and “off” my meds, transitions that under ideal circumstances transpired like quasi-civil conversations, had deteriorated into a belligerent riot of interruptions and cross talk. In a futile attempt to be “on” at the optimal times—that is, when I was performing—I would try to get through my producing duties with as little levodopa (or “L-Dopa,” the synthetic dopamine that Parkinson’s patients take to control symptoms) in my system as possible, so that when I had to act, I could up the dose and be steady in front of the cameras. Rarely, if ever, did I get it right. Getting it wrong—erring on the side of too much levodopa—brought on a torrent of dyskinesias; uncontrollable movements like undulating, weaving, rocking, and bobbing. The cruel joke was that I didn’t notice it as much going through my paces as I did afterward when I watched the footage in the editing room.






Having decided halfway through the fourth season that my physical condition would not allow me to do a fifth, I began to wonder if I’d even make it through the thirteen or so episodes that remained. My daily regimen of drugs (which, by the way, have no psychotropic effect—no buzz whatsoever) affected my speech patterns and sometimes caused me to slur my words or hesitate before saying my lines—a real bitch when you’re trying to time a joke. As for physical comedy, hell, I was just trying to avoid physical tragedy.




Although everyone—cast, crew, and audience—knew by this point that I had Parkinson’s, I was still attempting to play a character who did not. Whatever comedic or dramatic complexity a particular scene called for, my greatest acting challenge was always acting like I didn’t have Parkinson’s. Though I continued to employ the same old bag of tricks that had served me for years—manipulating hand props to control tremulous hands, leaning against walls, desks, and fellow actors, shifting in a chair or behind a table to cover my uncontrollable leg and foot movements—the advance in symptoms was forcing me to update my repertoire. I discovered that, for short periods of time, I could direct all the energy coursing through my body to one particular extremity—a hand, leg, or foot. So when blocking a scene, I would position myself (and the rest of the cast as well) in such a way as to best conceal the appendage in which the surge of Parkinsonian energy was manifest. Like I said, it’s the same sort of thing I’d been doing for years, and my thinking was that once I could explain to people why I was doing it, it would make the whole process that much smoother.






But it didn’t make it any easier. It was still tough. Now people just had a better idea of why it was tough. My friend Michael Boatman played Carter Heywood, the mayor’s minority affairs liaison on the show. One day we were rehearsing a scene that required both of us to pass through the mayor’s office door simultaneously and in opposite directions. Scripts in hand, we started to walk the scene, but when we both got to the door, instead of passing by Michael, I froze directly in front of him. “You gotta move,” I said, rather more bluntly than intended.




Michael is one of the nicest guys on the planet, but he was a little confused and taken aback by my direction. “What?” he replied.




“You gotta move. I can’t move until you move.”




He eventually complied, and after the rehearsal, I tried to explain what had just happened.




Occasionally, when my brain asks my body to perform simple tasks that involve some degree of judgment regarding spatial relationships, the message gets lost in transmission. It takes some form of outside stimulus, like the movement of an obstacle or, curiously, even the introduction of an obstacle, for me to move forward. Some Parkies who freeze when walking can resume again when a ruler is placed in front of their feet and they are forced to step over it. Michael, of course, accepted my explanation and even managed to laugh with me about the strangeness of it all.




Over the course of a day, a week, a month, a year, countless situations would arise when similar explanations were required, and that, in and of itself, became a fatiguing responsibility. The Jekyll-and-Hyde difference between when the meds were working and when they weren’t understandably confused people. Those around me had a difficult time reconciling the energetic, expressive Mike Flaherty that they would see in front of the camera with the shuffling, masked-face Mike Fox that they would encounter as he went about his business behind the scenes. My producing partner, Nelle Fortenberry, remembers more than a few occasions when department heads and other members of the cast and crew would step into her office, close the door, and beg her to tell them why I was mad at them.




“What makes you think he’s mad at you?” she would reply.




“I just passed him in the hallway, and he didn’t smile or wave or even slow down.”




Nelle would repeatedly explain that one of the symptoms of PD is a dearth of facial animation—the Parkinson’s mask. In addition, something as simple as turning my head over my shoulder to convey a greeting can be an actual physical impossibility. Once I have any degree of momentum while walking, the expenditure of energy required to stop and start again can be ten times as taxing as it is for a normal-brained person.




Away from the set, it was Nelle with whom I most often interacted on a day-to-day basis, along with executive producers Bill Lawrence and David Rosenthal, and our director, Andy Cadiff. This was when I put on my producing hat, and we’d wade through production budgets, future story lines, script drafts, proposals for set designs, post-production issues, cast and crew grievances, and the rest of the minutiae that comes with churning out a new episode of television every seven days. Believe it or not, it could be fun. But it could also be grueling. Problems were like popcorn; as we worked our way through the bowl we had in front of us, it seemed like there was a big popper outside the office door, constantly manufacturing a new batch.




Sometimes I’d laugh when Nelle would lay out the new challenges for the day. I’d remind her that, however big the problems were, they wouldn’t be my biggest. I didn’t mean this as a complaint but as a comment on a perspective I’d gained from my situation.




If I could go back today and speak to the me of 2000, as I waged my daily battles with Parkinson’s disease, I’d have this to say: “You ain’t seen nothing yet!”




In fact, having the benefit of my experience since, I know now that it was going to get a lot worse before it got…well…a lot worse. Still, with what I have learned since about managing stress through creative scheduling, and the current generation of drugs that were just around the corner, I probably could have done a full seven seasons. That’s not to say for a minute that I wish I had. My decision to leave Spin City was the right call at the right time.




By then, making a decision about what to commit my time and energy to came down to how I felt about something as opposed to what I thought about it. Certainly, my decision to retire from Spin City in the spring of 2000, effective at the end of the fourth season, was all “feel.”




The decision happened late in the afternoon on the last day of the twentieth century. My family and I were snorkeling the pristine waters off St. John’s in the U.S. Virgin Islands. We’d been visiting this beach for years, and had never seen a sea turtle. Having finally spotted one gliding through the sea grass just inside the coral reef, I swam slowly behind it, keeping a respectful distance. When I finally emerged from the water, I kicked off my flippers, walked over to where Tracy was toweling off the kids, grabbed a towel for myself, and informed her that I was leaving the show. It may have been a bone-deep exhaustion from battling symptoms every day just to do my job, or maybe it was just the sublime indifference of that turtle, but a switch had flipped, and depending on how I chose to accept it, a light had either just turned on or just turned off. If the perfunctory nature of my announcement startled Tracy, she covered it well. Certainly it was her moment to fill. She could have laughed it off like a weak throw-away joke or just pretended to ignore it, tacitly offering me the space to reconsider. Or she could have said, “Are you out of your fucking mind?” After all, what I was so casually proposing would bring about sweeping changes in each of our lives, as well as the kids’. I didn’t even mention the turtle, fearing that she would think I was only consulting her for a second opinion. Whatever rough patches there had been in our marriage had usually arisen when one of us—okay, me—acted unilaterally. Bottom line, she could have reacted in any of a number of ways. But what she did was look me in the eye, utter a single word, “Good,” and pull me into a wet, sandy embrace.




For the few remaining days of the vacation, we didn’t talk about it much. If I was waiting for her to talk me out of it, that wasn’t happening.




But could the break really have been that simple, that clean? This was a momentous decision, easily one of the most important in my life, and I was just blurting it out.




Well, yes—in a sense. Never once after my encounter with the sea turtle have I wavered in my conviction that it was the right thing for me to do and the right time for me to do it. But it was hard too. Not a hard decision to make, but a hard decision to have made. As with any turning point or instance when a new road is chosen and an old one forsaken, there are consequences. Here it was, New Year’s Eve, the cusp of not only a new year, but a new millennium, and my resolution was to leave behind everything that I had resolved to achieve, acquire, and accumulate over the previous twenty years. I knew I wouldn’t just be leaving the show—I would be putting aside my life as an actor. While I always had difficulty thinking of myself as an artist, I took pride in being a craftsman. I think I understood that even though, officially, my retirement was from Spin City and not my career as a whole, I couldn’t just tweak the schedule or the working conditions and expect to take on another leading role in a television series or film. This was it. I was essentially pulling the plug. Adios. Bye-bye.




John Gielgud, revered for his decades on the English stage and famous for playing Dudley Moore’s butler in Arthur, once described his life’s work in this way: “Acting is half shame, half glory. Shame at exhibiting yourself, glory when you can forget yourself.” As a sixteen-year-old, just embarking upon a career, I could relate. I dabbled in the other arts, for a time envisioning a future as a writer, commercial artist, or musician, but it was acting that came most naturally to me. At an age when most people (and I was no exception) feel ungainly, awkward, and unlovable, I’d found something for which I seemed to have a facility. I could be anyone, anything, any size, any shape, transport myself to any place or time. And if I did it right, there was the bonus of approbation from those whom I was otherwise hard-pressed to please. Roles in school plays and locally produced film and television productions encouraged me to test my potential, and soon I became more and more aware that my real limitations were geographical. I needed to go to where the work was.




Acting provided a life beyond anything I could imagine—and I had a fervent imagination. At eighteen, my aspirations led me to Los Angeles. I stuck through humiliating and seemingly pointless auditions and routine rejections, with the occasional reward of a small TV gig or national commercial that would pay my rent and keep my spirits afloat. Then came success, and with it a new confidence in my craftsmanship and the courage to try new things; some with positive results, some not so positive, but never with regret.




Acting was an occupation that required me to be both an observer and participant in the world. Throughout my many years in comedy, I relied upon an intuitive ability to find the humor in almost any situation. There’s always a “funny part.” An actor’s palette is the entirety of the human experience. A career as long and busy as mine had allowed me to empathize and connect with people in a way no other profession could have. And of course, there were the tangible benefits: travel, a financial windfall, goodwill beyond any deserving. Perhaps the greatest gift of all came courtesy of a fortuitous piece of casting: meeting Tracy on the set of Family Ties.




I never went to college; I didn’t even finish high school. Being an actor was the only career I’d known, and now, on the inferred advice of a turtle, I was ready to leave it as easily as I had toweled the seawater off my sunburned back?




Deep down I knew that my love of working—that megavolt crackle that licked up my spine when a well-written joke was well-timed and well-received—was still there. A hard-earned comfort had developed after so many years of performing—not laziness, but a reasonable confidence that no matter what emotion, intention, or attitude I needed to access, that arrow would be in my quiver when I reached for it. As a younger actor, I could sometimes obscure my insecurity about the integrity of a given moment with some deft piece of physicality: Alex Keaton, putting his hands in his pockets and leaping backward onto the kitchen counter; Marty McFly, duck-walking, windmilling, and power-sliding through “Johnny B. Goode”; Brantley Foster, hulk-flexing in the elevator clad only in boxer shorts; or even Mike Flaherty, stripping off his sweat-pants in midair while executing a full flip over the bed and his waiting girlfriend. I could always rely on the physical. The unfortunate irony was that at a time when I felt in full possession of the emotional and intellectual dimensions of my performing identity, I could no longer count on my body to play along. I didn’t want to make choices as an actor based on disability rather than ability.




Although I can’t claim any lucid memories of the evening, I’m pretty sure I spent New Year’s Eve of 1979, my first as a young actor living in California, getting drunk off my ass and making wild resolutions about all that I would accomplish in the coming decades. Now, twenty years later, enjoying a quiet, sober tropical New Year’s Eve with my family and reflecting upon all that young man had accomplished, I prepared to step into an uncertain future.




SOUNDSTAGE D, CHELSEA PIERS MARCH 17, 2000




For a television series, especially a sitcom, one hundred episodes represents an important threshold. Traditionally, the century mark is the minimum required to successfully launch a show into syndication. Going into season four, we expected, according to our twenty-two-show schedule, to finish the season with ninety-six shows in the can.




Our syndication deal was already in place, so it wasn’t technically crucial that we produce those extra four. But while at peace with my decision to leave the show, I became fixated on that milestone. This could have meant adding another month of production for which we had neither the time nor the money. So, rather than allowing myself to ease out of the show, I had created a logistical conundrum that required sometimes shooting one and a half shows per week, thus being able to bank six episodes in four weeks. The plan was for a one-hour finale, edited into two shows for syndication. Filmed over two weeks, for the most part without a studio audience, the storyline would also call for a day of location shooting in Washington, DC. All of this pre-filmed material, rough-edited and assembled, could then be screened for the final New York studio audience with live scenes interspersed.




I’m sure it was a difficult period for the cast and the crew, although for the last month and a half of the season, we knew that my leaving would mark not the end of Spin City but, rather, a transition. The show would continue. Charlie Sheen signed on as the new deputy mayor, and production would be moved to Los Angeles, where Charlie and Spin City co-creator Gary Goldberg lived. (Gary would reassume executive producer duties.) Of course, this would be the New York–based crew’s final season. For the audience, then, this would not be a farewell to the show, just a farewell to the character of Mike Flaherty.




The final episode was tricky to conceive and execute because the entire situation was rife with verisimilitude. Mike Flaherty, for reasons that were not entirely fair, was being forced to prematurely leave the job he loved. I could relate, and the other actors seemed as concerned for me as their alter egos were for Mike. It was all one and the same. This was it. It was really over.




The fictional Mike Flaherty’s prospects were better than mine. He’d probably work again. But would I? Doubtful. At least, not like this, performing week-in, week-out, in front of a live studio audience.




I worked closely with David Rosenthal, Bill Lawrence, and the rest of the writing staff to ensure that Mike would have at least one substantial scene with each of the show’s regular characters. This was both to give the audience a sense of closure on each of these relationships and to allow me one last chance to share the stage with each of these gifted performers, whom I had come to care so much about over the previous four years. The whole thing was loaded with emotion; the logistical burden we’d created only compounded the exhaustion that had me retiring in the first place. Beyond the soundstage, my plans to leave the show created another wave of support and affection comparable to what I’d experienced two years earlier when I made public my PD diagnosis. There was a tremendous media interest in those last days of my tenure, with members of the press on set, observing our prep for my final show. Everyone—cast, crew, writers, and production staff—was at once at the top of his or her game and in a total fog. But they, at least, grasped something that seemed to be eluding me. This final episode marked a turning point in my life, a tectonic shift. I might have looked around, understood what had been set in motion and what would soon grind to a halt, and said, “Oh, shit! What have I done?”




I had sailed into waters too narrow and too shallow to turn the boat around. It’s not that I was totally unaware of what was happening; I was caught up in the emotion like everyone else. And I felt guilty too, knowing that by choosing to change my life’s direction, I had thrown so many others off course; hopefully not irreversibly, but probably unexpectedly. Or maybe it wasn’t so unexpected. Everyone could see my battle fatigue. And the final push to bring it all to a close in a fitting way, the pressure to hit the one-hundred-episode mark, and the physical demands of simultaneously performing and producing only reinforced the ultimate wisdom of my decision. But the imperative that I get these last few laughs and collapse across the finish line precluded any thoughts about what I was falling into on the other side of that invisible threshold. For now, what drove me to keep going was the need to stop.




Even if I didn’t appear to be saying, “Oh, shit!,” I did it by proxy. In order to find a way for Mike Flaherty to leave his job at City Hall (and for me to leave Spin City), we had to create that moment for him, and this safe remove provided me with a little perspective.




This was the conceit: Though innocent of any wrongdoing himself, the mayor of New York is implicated in a scandal linking City Hall to organized crime. Seeing no way to spin his boss out of the jam, Mike’s only recourse is to take the fall himself. He agrees to resign from his post. His coworkers are shocked, and he himself is shaken, but he is also certain that leaving is the only right thing to do. And so he goes about severing his ties to the job that has defined him. After his last day at work, at home with his girlfriend and coworker Caitlin, Mike voices his anxiety. What the hell is he going to do now?








CAITLIN IS PLACING FOOD ON THE TABLE—DINNER FOR TWO. MICHAEL ENTERS.











Caitlin




Hi.











Michael




Hey, you didn’t make it to the bar.











Caitlin




Things were a little crazy at the office.











Michael




Yeah, I heard they lost somebody pretty valuable today.













Caitlin




He was just eye candy.







I’ve often felt that Heather Locklear is underestimated as an actress, for the most part because she’s so natural and effortless in front of the camera. Further proof of her ability, though, was right in front of me as we worked on this last episode. Caitlin might have been a rock, but Heather was a mess, crying before and after every take. She was great that week, as she had been throughout the season. Brought in, after all, to help lighten my load as the going got tougher, Heather had done a spectacular job, just as Caitlin was doing for the soon-to-be-former deputy mayor.




The exchange that closed the scene, however, was really all about me and Tracy, an acknowledgment of how much I am empowered by her belief in me, in the life and family we have built together. Sometimes I have only the courage of her convictions, her unflinching support, and her assurance, almost matter-of-fact, that I should trust my heart, my gut, and her love. Reprising not just a moment from our recent history together, the words and emotions evoked remembrances of other times when I had offered my doubts and fears to my wife—drinking, career crises, Parkinson’s—and she had not judged them, just shared them. When all appears lost, I look to Tracy to help me find it again—or, better yet, be with me for as long as it takes for something new to arrive. And longer.








MICHAEL SITS DOWN AT THE TABLE. FOR THE FIRST TIME IN A LONG WHILE HE TAKES A DEEP BREATH.













Michael




You know what, it’s okay. I’m gonna bounce back from this, right?











Caitlin




Of course, Mike.











Michael




It’s not over, right?











Caitlin




It’s a long way from over.











Michael




It’s weird, for as long as I can remember, every morning I’ve had somewhere to go, something to do. What am I going to do tomorrow when that alarm goes off?











Caitlin




I wouldn’t set it.







On show night, the place was packed. The press was there and so was everyone from the network and the studio; my family had flown in from Vancouver; and all of the writers and producers who had worked on the show over the last four years had returned to say good-bye. Even with all the special guests, seats had been saved for regular civilians, those loyal audience members who had shown up every show night since the beginning. And of course, Tracy spent most of the evening just offstage, by the floor monitors with Gary, both of them in tears as they watched the episode and this chapter of our lives come to a close.




At the end of the night, I ran out to join the cast for curtain call, which we planned to include as part of the episode. I wore Mike Flaherty’s Fordham letterman’s jacket and embraced each of the cast members and waved good-bye. Behind all of this played the song “Glory Days,” which Bruce Springsteen had kindly given us permission to use. It was a sentimental choice, but it was also meant to be ironic. Time slips away and leaves you with nothing, mister, but boring stories of Glory Days. Surely, my glory days hadn’t come to an end. I would have more stories to tell.




After the show, we packed into a nearby restaurant we had booked for that night. We danced and partied, laughed our asses off, and said our good-byes. That night when Tracy and I got home and went to bed, I didn’t set the alarm.




Shaking but Stirred




When I was diagnosed in 1991, I was determined to absorb the blow, suck up all the fear, pain, confusion, and doubt, and be grateful that a small group of friends and family were there to catch whatever spilled over. I understood that symptoms were a lagging indicator of the disease’s progress, and that gave me the time and privacy I needed to process the situation. Similarly, when I disclosed my condition in 1998, after seven years of measuring the size and weight of the burden I had been carrying, I was, for the most part, just seeking relief from the strain. While nervous about how people were going to react when I told them the truth, I was far more concerned with their reactions if I continued to withhold it.




To be brutally honest, for much of that time, I was the only person in the world with Parkinson’s. Of course, I mean that in the abstract. I had become acutely aware of people around me who appeared to have the symptoms of Parkinson’s disease, but as long as they didn’t know to identify with me, I was in no rush to identify with them. My situation allowed, if not complete denial, at least a thick padding of insulation. That would change.




I didn’t burst out of this isolation with an agenda. Going public was a difficult decision, and I had misgivings. My subjective experience was now an objective fact in the wider world. It didn’t belong to just me anymore—though I quickly learned that it hadn’t belonged to just me in the first place. More than a million other Americans and their families were going through the same thing; some openly, some in secret due to concerns of being misunderstood and marginalized. I represented something to them, and whether any of us would have planned it this way, I now represented them in the minds of other people.




I recognized both a responsibility to this new community as well as an opportunity to do something positive. I could relate to the patients who wrote to me, particularly those online in Parkinson’s chat rooms. (I did this mostly under an invented nom de PD, but it would get awkward when they’d ask me what I thought of me.) One of the biggest revelations was, in spite of all our common travails, how different our experiences could be. Parkinson’s disease takes many forms—for some reason, everyone gets their own version. A drug therapy or surgery that works for one may not work for another. Our reactions—emotional, psychological, and physical—vary greatly, and this obviously affects our ability to cope.




My interactions with the larger PD population put another dimension of my good fortune into stark relief. For whatever reason, I had been spared the torture of depression. By this, I don’t mean that I hadn’t had bouts of sadness, fear, or anxiety about my situation, although at times I had to cut through a layer of denial to recognize it. But clinical depression is a common symptom faced by approximately 40 percent of PD patients. Like dementia, it may be present from the beginning, appear over time, or show up suddenly in the later stages. As I said though, apart from the expected ups and downs of a life with Parkinson’s, I don’t struggle with the chemical imbalance that triggers severe depression.




I never logged out of the online PD forums without realizing how fortunate I was. My family, my relative youth, my financial situation, as well as my public position gave me a tremendous advantage in dealing with my illness. While Parkinson’s did have a direct impact on my ability to do my job, I was, for all intents and purposes, my own boss. So for me, decisions like whether or not to disclose my illness were not as fraught with risk. The anonymity of the Internet also allowed me to see the impact my disclosure had on other patients, their families, and the people they interacted with on a daily basis. I’m sure that the effect would have been the same had it been any number of other well-known people, but just that someone with the ability to attract so much public interest had shone a light on their predicament meant more than I could have foreseen. Okay, I thought, so what do I do with that?




Within a few months of my disclosure, I began integrating myself into the Parkinson’s patient community and familiarizing myself with the various organizations and foundations that had reached out to me. I invited a few representatives over to my apartment to discuss their programs and lay out how I might fit into their plans. While they were certainly professional, dedicated, and committed, I was still looking for a more aggressive focus on research moving forward toward a cure. One contingent, a group from the Parkinson’s Action Network (PAN) led by Joan Samuelson, a young-onset PD patient and activist attorney, touched on those issues right away, as well as the disparity between federal funding for Parkinson’s research as compared with other diseases.




The Senate Appropriations Subcommittee on Labor, Health, and Human Services had scheduled a hearing in Washington a few weeks later, and Joan presented a case that my testimony could bring attention to the issue and possibly move the dial on the support from Congress. Seeing a chance to make a difference, I agreed to testify.




What is now public record was little known at the time: I am a political junkie. As a preteen, I was inspired by Canadian Prime Minister Pierre Trudeau and frightened by President Richard Nixon. As a teenager, I volunteered for the British Columbia Liberal Party in the provincial elections, distributing my candidate’s yard signs and redistributing his opponent’s into the dumpster behind the liquor store. (It didn’t help—my guy got thumped on election night.)




Throughout all those years, I followed politics avidly, and tried to stay informed about politicians and public policy. However, because I left Canada on my eighteenth birthday and was never a full-time resident again, and because I didn’t become an American citizen until 2000, I had never cast a vote in any election. And without a vote of my own, I didn’t feel I had the right to influence anyone else’s.




By the time of the Congressional hearing, however, I was well on my way to becoming an American citizen. My papers were being processed, so I had no problem speaking my piece. By no means an expert on the current state of scientific research, I would speak to the effect this disease has on Americans, would share our hopes and hardships, assert our rights, and outline our expectations. Writing my congressional testimony was probably my first concentrated effort to communicate what I’d lived with for the last eight years. I didn’t want people to walk away from my testimony muttering, “Poor bastard.” Rather, I hoped they would be thinking, “Maybe we can do this.”




The optimism that I carried into the hearings, my belief that any situation, given the right circumstances, can improve, was validated by the testimony of Dr. Gerald Fischbach, the director of the National Institute of Neurological Disorders and Stroke (part of the NIH). Dr. Fischbach postulated that with sufficient funding, scientists might be able to cure Parkinson’s disease in five to ten years. If one of the congressional cameras had me in an isolated close-up, I’m sure I executed one of the finest double-takes of my career. I’d expected Fischbach to express confidence and lay down a challenge for researchers to match it and for Congress to support them in any way possible, but I wasn’t expecting him to suggest a timeline. His testimony energized me. This was doable. I had been given the idea that a cure was possible, and I needed to act upon it.




I realized that I was ridiculously unqualified to contribute to this effort in any substantive way; I wasn’t an MBA or a PhD—although a few years earlier, I had earned my GED. But my optimism had crystallized into definitive hope. And over the course of the next year, that hope became the inspiration for a streamlined private foundation, one that could galvanize the patient community and set up its own infrastructure to raise significant money, identify underfunded scientists, and provide the support they needed as quickly as possible.




Ironic that in order to do my life’s work, I had to quit my day job.




Permanent Vacation


PEYPIN D’AIGUES, PROVENCE, FRANCE JULY 2000




In a gravel parking lot in the Provençal village of Peypin d’Aigues, I leaned against a plane tree and observed with the same respectful fascination something as timeless as the sea turtle I’d seen off the coast of St. John’s the previous winter: two elderly Frenchmen in rumpled white linen playing a game of boules. It seemed more a dance than a game, and their conversation had a guttural musical quality to it. After one contentious exchange, apparently having to do with the legal point of release, they sauntered a few steps to a weathered bench, retrieved a pair of wine goblets, and in the time it took for each to take a sip, forgot about their dispute. I took a swig from the tall bottle of water I had been nursing since arriving at the airport in Marseille. Sam was back in the States (he didn’t want to miss summer camp), and our twins Schuyler and Aquinnah, five years old at the time, were asleep in the car. Tracy stepped into the real estate office to meet our contact, while our friend Iwa tipped the driver who had delivered us this far, just a kilometer or so away from the villa we had rented for the next two weeks. The agent de biens immobiliers would drive us the rest of the way.




It had been a long trip, and I had no idea what to expect from the place. But as we negotiated the long driveway up to the villa, my concerns vanished. Rounding one last bend in the approach allowed for a full reveal: there stood a sprawling, custard-colored mansard confection with red-clay tiles, turrets, and a windmill, floating in a sea of lavender. I couldn’t have asked for a better place to reflect upon the transformative events of the first half of the year and to ponder the possibilities of the next.




My last few months as Mike Flaherty had been emotional, exhausting, and bittersweet. But aside from my concerns for the cast and crew, whose livelihoods would be affected, at least in the short term, I had no regrets. But neither did I have any real plans. The wind-down to the final episode coincided with an inchoate desire to start something like a foundation (though I had no idea what that meant). The love, support, and encouragement I was receiving from friends, family, and quite literally countless people around the world was carrying me forward through this transition. It did occur to me that this might be an appropriate time to attempt a memoir. The effort would, I reasoned, provide an opportunity for reflection and perspective and allow me to convey my gratitude for all the circumstances in my life—good and bad. I also figured that if the book made any money, I could put it toward PD research.




Realistically though, my life after this trip to France was as blank as the pages in the book I had yet to write. Beyond this period of rest lay the rest of my life, and it was nothing but undedicated time and space. I wasn’t setting off on a holiday; I was embarking on an odyssey that would no doubt last longer than these two weeks away from New York. For my family, this was a vacation; for me, it was an invocation. I was looking for a sign or an omen—and I was willing to pay in francs. Little did I know that within that French fortnight, I would be visited by a muse, and in truly Homeric fashion, it would take the form of a lone rider descending from the mountaintop—sort of.




Provence was like a dream. The moment and setting inspired me to pause and appreciate how blessed my life had been. After all, there I was, this army brat from Canada, and for two weeks my family and I had the run of a centuries-old French villa.




Photos of the owners’ family, mostly shots of their young children, festooned the villa’s walls. Genevieve, the cook and housekeeper, who was good-natured and gracious but spoke no English, would point proudly at the portraits of the little girls and exclaim, “Princesse! Princesse!” We wrote this off as a simple expression of affection for her young charges, until we began noticing more photographs of elegant people in regal settings and found linens in the closet emblazoned with elaborate coats of arms and, finally, a piece of personalized stationery identifying the master of the household as the heir to the throne of a European principality. I couldn’t stop giggling. This was some serious line-jumping.




While the kids splashed in the aggressively unheated pool, Jean-Luc, Genevieve’s husband, served as my guide on daily treks through the surrounding hillside. Quite a naturalist, he constantly scanned the skies in hopes of sighting one of the many young eagles hatched that spring from the local aeries.




“Michel!” he’d exclaim, pointing repeatedly at the horizon or directly above his head. “Regarde, regarde! Aigle, aigle!”




I’d steal a quick peek skyward, but not without some trepidation. On the first of these hikes, Jean-Luc had warned me that in addition to the eagles, the local fauna also featured a healthy population of feral pigs—wild boar—or as Jean-Luc would say, “cochons savage.” Nasty, two-hundred-pound bristle-brush battering rams; without warning, they could charge out of the underbrush and eviscerate you with eight-inch tusks. They don’t even need a reason.




“Yeah, I see the eagle, Jean-Luc…No, I don’t need the binoculars, merci anyway.”




For her part, Tracy had discovered a bicycle collection in a shed behind the villa, which Jean-Luc kept in good repair and made available to us. My wife is an enthusiastic cyclist, so she was thrilled at the chance to ride down, into, up, and out of the valleys and villages surrounding our villa. She even convinced me to ride along, although after two or three of the grueling local hills, being gutted by a wild pig seemed preferable.




What little television we’d been watching since we arrived in Provence had included coverage of the spectacular Tour de France. The annual event, France’s greatest sporting tradition, had been sweeping through the mountains and villages in the country, and the heroics of the athletes, especially American Lance Armstrong, had inspired Tracy. I too had been following Lance’s progress, but for different reasons.




On one of our last days in Provence, we learned that the next stage of the Tour would race through the nearby town of Pertuis. We woke early, had an amazing fromage and baguette breakfast on the terrace, and set off for the village. After an hour or so of waiting for the cyclists, during which we soaked up the ambiance and local color, letting the kids eat ice cream after ice cream from a nearby vendor’s cart, a buzz began to build in the crowd. We could feel the pavement beneath our feet begin to vibrate. The spectators pressed toward the street for a better view. From what I had seen of these events on television, it always seemed that the crowd ventured a little too close to the cyclists, and it surprised me that there weren’t more disasters along the route. Tracy and I each grabbed a twin by the hand and held fast as the pack zoomed by. It was hard to distinguish one bike from another; they became a single elongated metallic blur. The rainbow palette of their team jerseys and the gleaming chrome of their bicycles did draw you in like a magnet. We thought that day in Pertuis was as up-close-and-personal a Tour de France encounter as we could hope for. But we didn’t know what awaited us in Paris.




PARIS, FRANCE · SATURDAY, JULY 22, 2000




In spite of one particularly unsavory period in its history when it served as the World War II headquarters for the occupying Nazis, we loved the Hôtel de Crillon. The floor-to-ceiling windows in our rooms overlooked the Place de la Concorde, offering clear views of the Tuileries Gardens, the Musée de l’Orangerie, and, across the Seine, the Palais Bourbon.




Shortly after checking in, I placed a call to our friend Philippe de Boeuf, the hotel manager. “Why,” as I had noticed when we pulled up in front of the hotel, “is the state flag of Texas flying above the hotel?”




“It’s for Lance Armstrong,” he said in his Charles Boyer accent. “He’s in town for the Tour de France. Tomorrow’s the last stage, and the Crillon is his home when he’s in Paris.”




In addition to our high regard for Lance’s accomplishments as history’s greatest competitive cyclist, both Tracy and I had been inspired, like so many others around the world, by his courage and perseverance in overcoming the challenge of testicular cancer that threatened not only his career, but his life as well. He had become a hero to many stricken with cancer. I was especially impressed by his strength in facing his own ordeal and his recognition of the situation faced by others. The Lance Armstrong Foundation, although still relatively young, was already living up to its mission statement: “To inspire and empower cancer sufferers and their families under the motto ‘unity is strength, knowledge is power, and attitude is everything.’”




I considered Lance, along with Christopher Reeve, a role model for what I hoped to accomplish. These were both men who had met transforming challenges. Each had taken a negative and turned it into a positive. I didn’t have to let the terms of a disease define me—I could redefine the terms. And maybe in the process get a better deal for me and everyone else in my situation.




“It’s funny you should mention the flag,” Philippe continued. “Lance’s wife, Kristin, just saw you and your family in the lobby, and she and Lance wish to invite you to a reception in the hotel this afternoon.”




I didn’t have to give it much thought, or even check with Tracy.




Before I let Philippe off the phone, I had a request. A day or two before we left Provence, we’d received a call from the States informing us that we’d each been nominated for Emmy awards—me for the last season of Spin City, and Tracy for a guest role on an episode of Law & Order SVU. While Tracy was in the twins’ room, helping them unpack, I asked Philippe if it would be possible for the hotel’s patisserie chef to create a cake for Tracy in the shape of an Emmy. Of course, this required explaining what the hell an Emmy was, and what it looked like. Less a tribute to my powers of description than to the chef’s culinary artistry, the Emmy-shaped chocolate creation would later prove to be both incredibly accurate and completely delicious.




Jarring as it was to see the Texas flag over the HÔtel de Crillon, to be in a room full of people in Paris speaking with a Texas twang also took some getting used to—“I’m fixin’ to have me some of that there pâté.” At least two people were having a conversation in French—Tracy and Lance’s wife, Kristin. Tracy has always had a fantasy of living in France, immersing herself in the culture and the language. I didn’t actively discourage the idea; I wouldn’t have minded living in Provence for a month or however long it took for me to learn to say, “I’ve been attacked by a wild boar. Help me find my spleen!” Schuyler and Aquinnah, meanwhile, were proving my theory that when introduced into a room full of adults, children are instinctively drawn to any human tinier than they are; they immediately began fussing over Lance and Kristin’s year-old son, Luke.




I was happily surprised to run into an old friend among the Texans—Robin Williams. A fanatical cyclist, logging hundreds of miles a week on the highways and byways around the San Francisco Bay area, Robin had a long-standing mutual admiration society with Lance. They’d ride together often, and Robin even had some of his bikes shipped to Paris so he could join Lance on practice runs.




Lance made a brief appearance. He was, after all, still in the middle of the race. I’ve never met a fitter human being—so athletically trim, he could cut paper. His famously handsome features, all angles with bright engaging eyes, betrayed none of the intense fatigue he surely felt having reached the final stage of the world’s most punishing endurance test. I told him that since we’d arrived in France, we’d been following his progress, but were sorry that we’d miss the end of the race—our plans had us flying back to New York on the Concorde Sunday morning. Lance quickly talked us out of that plan, inviting us not only to stay and watch the race with his family from the grandstand on the Champs-Elysées, but also to attend Sunday night’s victory celebration at the Musée d’Orsay.




Luckily our travel agent found and booked seats for us on the Monday flight. For a while it had looked like we might have to stay until Tuesday. Oh well, we thought, even if we didn’t find seats on the Monday flight, leaving on Tuesday’s Concorde wouldn’t be the worst thing in the world. Actually, as it happened, it might have been—but I’ll get to that.




PARIS, FRANCE · SUNDAY, JULY 23, 2000




Sunny summer mornings in Paris are always a gift, but even in that context, this day was exceptional. The section of the grandstand reserved for the Armstrong family was on the Champs-Elysées, just steps away from the Place de la Concorde. We were positioned right next to the finish line, close enough to the action to be cooled by the almost violent displacement of air created as the peloton roared past us with each lap. Naturally, a supportive chorus of cheers arose among our group when Lance’s yellow jersey sped by. But then, all of Paris seemed to be cheering for the phenomenal young American. As if the blurring whoosh of passing racers weren’t enough, we were further entertained by the hysterical color commentary of Robin Williams and his friend, Monty Python legend Eric Idle, who had flown in for the day.




Robin Williams is always “on,” unleashing his rapid-fire, stream-of-consciousness patter on anyone who is lucky enough to be within the sound of his voice or even his line of vision; and you don’t have to “get it” to find him excruciatingly funny. The twins, all of five years old, were enthralled by this giant ten-year-old boy whom they alternately described as “funny” and “scary.” Robin, rabid cycling fan that he is, was especially thrilled to be so close to the action, or as he later described the experience to the New Yorker, “right in the middle of the big mishpocha…It gave you a kick in the heart.” And it only got better.




Just after the pack zoomed by on their penultimate circuit of the course, Robin, Eric, and I were approached with a once-in-a-lifetime offer. Did we want to ride in the official Renault pace car as it led the peloton for the bell lap on the Champs-Elysées? I might have said “Oui,” or maybe it was “Whee!,” but either way, I managed to squeak out some sort of affirmative response.




Whenever I am blessed by an opportunity such as this, my feeling of gratitude reminds me of just how many extraordinary opportunities I’ve been presented with in my life. I’ve played hockey with Bobby Orr on the ice at Boston Garden; I sat with Princess Diana at the royal London premiere of Back to the Future; I have, on separate occasions, played guitar, however badly, onstage with Bruce Springsteen, Elvis Costello, Sting, Elton John, Billy Joel, James Taylor, Levon Helm, John Mayer, and Aerosmith; and I have eaten dinner at the White House and sat with Nancy Pelosi in her office during the minutes leading up to her appearance as the first female speaker of the house to preside over a State of the Union Address. I’m sure there are many other Forrest Gump moments that I’m forgetting. I don’t mention them as boasts, but rather as evidence of how ridiculously lucky I have been to have lived the life that I have. The ride I was about to go on easily served as a metaphor for the ride I’d been on before and have been on since.




As well as being one of the kindest and funniest people I’ve ever spent any amount of time with, Robin Williams is also (I’m not being indiscreet here—he’s kind of famous for it) the sweatiest. He’s one of those guys that is so hirsute, patting him on the back feels like you’re fluffing a down comforter—and if it’s a warm day, a wet down comforter. Seconds after we climbed into the pace car, the temperature in the car jumped precipitously as it absorbed the extra heat emanating from the schvitzing Mr. Williams. But soon we were well up to speed, and the breeze dried the beads of sweat on our faces and cooled the backs of our necks as we craned around to see the action.




It’s awesome enough when this thundering herd of men and machines streaks past you as you remain static at a barely safe distance on the side of the road, but to witness it coming at you head-on, full speed, protected only by a fluctuating distance beyond your control—it’s a complete rush. It was easy to distinguish Lance and his teammates from their competitors. Lance, of course, was wearing the leader’s yellow jersey, but I was both shocked and impressed that he and his teammates were stealing sips as they rode, not from water bottles, but from crystal flutes of champagne. Lance later explained that on the last lap, “the winning team hands out champagne to the other coaches as a show of respect,” adding somewhat unconvincingly, “you fake that sip.”




Lance and the U.S. Postal Team went into the day all but assured of victory. He knew when I spoke to him the day before that his second consecutive Tour de France win was dans le sac, but added, “The last stage is still official. It looks pretty ceremonial, but if you’re leading by seven minutes and fall over a hundred feet before the finish line and can’t finish, you don’t win.” From where Eric, Robin, and I were sitting—and no three people had better seats—an entire magnum of champagne could not have prevented his advance to the victory stand. By the way, the view out the front of the car was impressive in its own right. Speeding up a completely empty Champs-Elysées, flanked by teeming crowds of frenzied Parisians, had all of us in the car speechless—well, almost speechless. Along one stretch of the route, as we approached one of Paris’s most iconic landmarks, Robin managed to blurt out, “Not since Hitler has anyone had this view of the Arc de Triomphe.”




To this day, whenever I run into Robin or Eric, the first words we exchange are usually “We’ll always have Paris.” As lengthy as my list of Through the Looking-Glass adventures may be, I’m sure that, given the lives and careers of my two companions, theirs are even longer and more sensational. But it was clear that not one of us was too jaded to be reduced to giggles. This day was special, “like waiting outside Yankee Stadium and suddenly finding Joe DiMaggio,” according to Robin.




Exiting the car to join the Armstrong family (as well as my own—including a visibly envious Tracy) for the awards presentation, I wondered aloud whom I should speak to about having everybody do one more lap so I could take pictures this time.




At the hotel that evening, as Tracy and I dressed for the victory celebration at the Musée d’Orsay, Schuyler asked me about the book I planned to write. “What’s it about?”




Good question. “Well,” I said, “I guess it’s about me.”




“What about you?” Aquinnah asked. “About you being a dad?”




“Oh,” Schuyler said. “About you being ‘Shaky Dad.’”




“Yeah,” I said, impressed by her perception.




Aquinnah wanted a fuller picture. “But Shaky Dad doing what? Riding a bicycle?”




Tracy, laughing now, looked at me to see how far I was going to let this go.




“Yeah, that’s it,” I said. “Shaky Dad riding a bicycle. Something like that.”




As we arrived at the Musée d’Orsay later that night, the onetime railway station and current art museum was bathed in a fairy-tale glow. Even in the electric age, Paris at night still appears to be lit purely by gaslight, greasy smears of luminescence, a million candles flickering in syncopation from inside hand-blown glass jars. At first the museum seemed like an odd venue for this party. After all, these were athletes, jocks, and they had just won the Super Bowl of bike racing. Not just won; they kicked ass. I mean, it’s not that I was expecting a kegger, but this all seemed a bit refined. In America, I could imagine the whole team at Scores thumb-spraying shaken bottles of cheap champagne all over the pole dancers, instead of here, washing down canapés with Cristal against the backdrop of Whistler’s Mother. The celebration added to my gathering impression of how the French view of sport differs from our own. Obviously they are not immune to the taint of commercial excess, rampant cheating, and egos inflated in proportion to salaries, but as much as they celebrate any particular athlete, their deepest reverence is for sport itself. Regardless of the fact that Lance and his team had won before and would win many more times in the years ahead, the elegance of the evening made clear that a victory in the Tour de France was a moment to be savored.




Tracy and I spent much of the evening with Lance’s mom, Linda. When you ask Lance about the source of his optimism, right away he talks about his mother: “We didn’t have money or the opportunities that others did. But she never complained. If I did complain about something, my mom was always there to say, ‘Tomorrow is a new day.’ Optimism has always been a way of life for us.”




The celebration included a large contingent of cancer patients, some survivors, some still struggling through treatment. I learned that their presence was a constant at events such as this. Lance explained, “That has been a real motivating factor for me throughout my career, to see people in the same situation who understand that I’m riding not just to win a bike race, but for a whole other set of reasons.” Tracy and I had been so taken by how generously he shared that spirit. A man capable of seemingly superhuman accomplishments, he was all the more admirable because of his vulnerability and his willingness to make that as much a part of his identity as his strength.




Later, before returning to the Crillon, Tracy and I sought out Lance to thank him not only for talking us into sticking around for the race, but for including us in the celebration as well. I had so many questions about all the people I had met that night, particularly those with a connection to his foundation. How had he woven together this fabric of support? How hands-on was his leadership, and how had he managed to cultivate a culture within the organization that was so true to his spirit of courage, hope, and accomplishment? We made plans to meet after the summer in New York, so I could learn more about his work with the foundation.




My mini Gallic Odyssey—much better than the epic version because I got to bring my family along—seemed to have served a greater purpose than just two weeks of R & R. My invocation had been answered. Lance had ridden down from the mountains with what might be at the very least a partial map for the next leg of my journey.




CHARLES DE GAULLE AIRPORT, PARIS, FRANCE JULY 24, 2000




There was no experience quite like flying on the Concorde. It was ridiculously expensive, and as soon as you were on board, you realized that you weren’t paying that premium for leg, head, or seat space. The appointments were as deluxe as possible, given the constraints of the plane’s narrow tubular shape. Obviously, the big attraction and the big-ticket price had to do with the time savings—Paris to New York in three hours. Years earlier, I once awoke in London, had breakfast, took the Concorde to New York, transferred to an American Airlines flight to Los Angeles, and was at work on the set of Family Ties by 1:00 that afternoon. With a nod to time zones, it’s still a testament to the miracle of the Concorde.




At least the waiting area at the Charles de Gaulle Airport offered plenty of room to spread out. On that Monday morning after the Tour de France, my family was taking advantage of every inch. The girls were running amok, which at five years old was basically their job description. Our friend Iwa kept an eye on the kids and double-checked with the attendant at the desk that our bags were all properly processed. I was busy talking to Tracy, and Tracy was busy freaking out—not that anyone else would have noticed, but I know when she’s rattled, like she knows when I’m bullshitting. Since I had known her, Tracy had come a long way in overcoming her fear of flying. Which is a good thing, because as a young family, we were constantly on the move, whether for work or recreation. Perhaps it seemed too frail and flimsy to fly so far so fast, but there was something about the Concorde that particularly unnerved Tracy. Today was no exception. I was doing my best to be patient. Flying never bothered me anyway, but I had always felt especially safe on the Concorde, particularly the Air France Concorde. I had no evidentiary support for this bias. It just seemed to me that the French ran a pretty efficient operation, and so naturally, they kept their SSTs in good working order. I floated this theory to Tracy, but she was not impressed. At a loss, I recommended a Valium.




“Now that,” she said, “makes sense.”




“I promise you, T,” I said, handing her a glass of water to go with her pill, “if it scares you this much, this will be the last time we’ll ever fly on the Concorde.”




The trip was smooth and anxiety-free and, as advertised, was approximately three hours from takeoff to touchdown at JFK. At about the same time the next day, Tuesday, July 25, I sat in my Manhattan office with the television on, sorting through the mail that had accumulated while we were away. A graphic on the TV screen announced a breaking news bulletin. As the images rolled, whatever mail I was holding in my hands floated to the carpet. The video, so graphic, so horrific, was all the sensory input I could process. I was deaf to the accompanying audio. The Air France Concorde, either in an attempted landing or aborted takeoff—I couldn’t tell—slammed into the earth, disintegrating into a maelstrom of red flame and black smoke. They re-racked the video, and this time I took in the tragic details. “At approximately five p.m. local time, a New York–bound Concorde jet crashed in a ball of fire shortly after taking off from Paris, killing 113 people.”




Sometimes, when you’re alone, minutes pass before you even realize you’re crying.




NEW YORK CITY · SEPTEMBER 2000




Lance made good on his promise, and come September, we met at my production company offices in New York to discuss foundation building. Accompanying Lance were Howard Chalmers, the president of the Lance Armstrong Foundation, and Jeffrey Garvey, its chairman, both of whom I had met in Paris. Lance recalled that in 1997, he’d sat around a table at a Mexican restaurant in Austin with a few friends and associates and begun dreaming about what their foundation might accomplish. Amazingly, Lance was starting something he couldn’t be sure he’d be around to see completed. By that time, Lance’s testicular cancer had spread to his abdomen, lungs, and brain, and the treatments were no guarantee of recovery or even survival. Now in 2000, with the disease in remission, he had two Tour de France yellow jerseys in his closet and had already raised millions for cancer-related efforts.




Obviously Lance gave the foundation more than a name and a face. He imbued it with his attitude and his passion for winning. “You know, it’s not like we have good news every day in this fight. But we’re in it, we’re motivated, and ultimately we think we can make a difference.”




In addition to the nuts and bolts—the day-to-day business aspects that go into running a 501(c)(3)—Lance explained what it meant to have his name on the foundation’s door, outlining the manner in which his profile provided leverage on behalf of those his foundation was trying to help. We also spoke about the stigmas attached to both Parkinson’s and cancer, and how important it was for those that were able to speak up to do so. “I was a young man and I had testicular cancer. You can imagine the shit people were saying. They still say it to this day. I don’t care. I don’t let that stuff affect me.”




I was already motivated, but Lance managed to get me even more fired up.




On a practical level, I asked him what he thought was the essential ingredient for a successful foundation. “It’s all about the people you surround yourself with,” he said. “You can’t do it alone.”






Strangely Familiar




In June of 1989, just days after Sam was born, my mom and dad made the trip down from Canada to check him out. Maybe Dad knew it would be one of his few opportunities to cradle his newest grandson in his ursine embrace—he’d be gone by January—because he didn’t want to let Sam go. Mom had to wrestle the kid away from his gramps.




One morning as we sat by the pool, Mom, patting Sam to sleep on her shoulder in the dappled California sunlight, offered this prediction: “Some of the best friends you’ll ever meet in your life, you’ll meet through your children—mothers and fathers of their friends, parents from school. You’ll see. That’s the way it was for Bill and me. It’s one of the many gifts of parenting.”




As Sam progressed through childhood, he introduced us, one way or another, to lots of new friends, a handful of whom are now among our closest. When the twins, Aquinnah and Schuyler, came along, our circle of friends grew wider. I had long accepted my mother’s prediction as the purest form of wisdom, but even Mom couldn’t have foreseen the phenomenon I would encounter when the girls entered preschool.




After the first few times I met Curtis Schenker, my instinct was not to invite him into our circle, but to file for a restraining order.




 




Throughout my life, I’ve set some lofty goals for myself. In each case, to varying degrees, my pursuit of the desired outcome has been fueled by ambition, hope, arrogance, and youthful (sometimes not-so-youthful) foolishness. Every failure I have considered my own, but every success has been shared. I can always come up with a list of people who have had something to do with what went right. It was that way with my career—Gary Goldberg, Bob Zemeckis, Steven Spielberg, the actors I worked with, and of course, the audiences who kept me in business—and also with my family—Tracy, Tracy, and Tracy. It’s impossible to imagine, however, how the foundation’s story would have unfolded were it not for the early, ongoing, and irrepressibly optimistic contributions of a single hedge fund manager, who had absolutely no previous connection to Parkinson’s.




From the moment we met her, we absolutely loved Curtis Schenker’s daughter, Ally. She was a bright and adorable giggle machine, and her temperament, interests, and physical appearance were so similar to our girls that Tracy and I dubbed her “the third twin.” The three of them were tight as ticks. Carolyn, Curtis’s wife and Ally’s mother, seemed to be the antithesis of the cliché Upper East Side socialite mom. Her gracious humor, sense of perspective, and kind nature immediately appealed to Tracy, and their friendship soon expanded beyond the boundaries of the small talk accompanying preschool drop-off and pick-up.




Meanwhile, Ally had become an after-school and weekend playdate fixture at our apartment, and I’d spoken with Carolyn on a few occasions when I could break away from my Spin City schedule to handle pick-up or drop-off duty myself. It took quite a few parents’ day visits, class outings, and potluck dinners before I associated either Ally or Carolyn with this wild-eyed, red-haired dad named Curtis. I knew he had to be the father of one of these kids, but I could have sworn the guy was stalking me. Perched on one of those tiny red plastic chairs at a preschool function, swishing the dregs of the apple juice in my Dixie cup, I’d turn, and he’d be next to me in his own little chair. I always had the sense that he began talking a minute or two before he had my attention and continued for at least a couple of minutes after he’d lost it.




Then there was the walk-on. That’s when he got me. For their annual fund-raising gala, the 92nd Street Y preschool asks parents and friends of the Y to donate high-end goods, services, and experiences for auction. Walk-ons—non-speaking extra roles in movies or television series—are often big-ticket items at these things. It always struck me as funny that these well-heeled, accomplished, and sophisticated New Yorkers would dole out sometimes tens of thousands of dollars for the privilege of spending a day as an extra, or, to be PC, an “atmospheric artist.” This is the ninth circle of show business hell with a boxed lunch. But hey, if it could raise money for a worthwhile purpose, I was always willing to offer a day at Spin City. So I did, and guess who bought it?




I called my wife from my dressing room at our Chelsea Piers soundstage. “Tracy, you won’t believe who’s here,” I whispered urgently. Several thick walls and about five hundred yards of hallway separated me from anyone who could have overheard our conversation, but my sotto voce was more about labored oxygen intake than discretion. “I just went down to camera rehearsal, and that crazy red-haired guy from the Y was on the set.”




“That’s Curtis Schenker,” Tracy said, “Ally’s dad. You remember my friend, Carolyn.”




“Curtis. Right—crazy Curtis.”




“He is not crazy,” Tracy countered. “He’s just friendly. You’ll actually like him. He’s smart, he’s funny, and he’s generous. You wouldn’t believe how much he bid to do this today. Be nice to him.”




Back on the stage, we were setting the background, which means establishing the position and the movements of the nonspeaking cast that silently populates the shows we watch. Determined to be a quality host whatever my misgivings, I attached a smile to my face and walked over to the lucky auction winner.




“Curtis,” I said, “this scene opens with a tracking shot of me. The camera is on a dolly, and it’s going to roll back, lead me down the hallway, around this desk, and dump me off at the office door. Let’s make sure you’re in frame the whole time so that you’re guaranteed to be a part of the shot.”




I appreciated how into it he was—not jaded in any way. In fact, he had an odd charm. I put him front and center in the opening shot of the episode with forty seconds of uninterrupted screen time. He did a nice job too—relaxed, natural, didn’t move like a stick of wood, and didn’t lock eyes with the camera lens.




The next time I saw him, I told him he was going to love the episode. He called ten friends and told them to watch. But when we got the show into final editing, we were eight minutes long. Something had to go. That something, we decided, had to be the opening scene—Curtis’s scene. Now, I’ve actually heard of situations in which someone has paid a generous price at auction for one of these walk-on film or TV roles, been cut out, and then filed suit. Luckily, Curtis didn’t do that. Accepting my explanation and apology with understanding and even a sense of humor, he told me he would have written a check to the Y anyway. And after all, he had a good time. Curtis, it turned out, wasn’t a crazy stalker, but actually a pretty decent guy.




On the surface, the two of us would seem to have little in common, apart from age. A product of the New York private school system, Curtis went on to graduate from Penn, did well on Wall Street, and then formed a successful hedge fund business, all before he was thirty years old. I bounced through a series of public schools in Canada, dropped out in the eleventh grade, then did well pretending to be a guy who wanted to work on Wall Street and invest in a few hedge funds. Soon the similarities became more apparent. We’re both hapless rock star wannabes who can identify any song on satellite classic rock radio seconds before the artist’s ID pops up; we’re each completely undeserving of the amazing women we convinced to marry us; and we’re both hard-core optimists.




NEW YORK CITY · MAY 31, 2000




In May of 2000, Curtis and Carolyn invited Tracy and me to the Robin Hood gala and auction in New York City. This annual event features a who’s who of the New York financial community. Hedge fund managers, private equity investors, venture capitalists, bankers, bond traders, corporate CEOs, and real estate investors—this event assembled in one room, on one night, the heaviest of Wall Street’s heavy hitters. Also in attendance were sports and showbiz celebrities, like Gwyneth Paltrow and basketball coach Pat Riley. Robin Williams served as emcee, and The Who provided the musical entertainment. With much of the world’s private wealth represented in this single convention hall, though, the Wall Street titans were the real stars. You couldn’t swing a millionaire without hitting a billionaire. I’m sure many of you, given today’s economic crisis, would like to do just that. As we all know now, some of these supernovas would, in the not so distant future, fall crashing to the earth.




There could be no argument about the munificence on display that night, however (and as you’ll see, whatever the present attitude toward the financial community, I can personally attest to their continuing generosity and general sense of social responsibility). Beneficiaries of the aptly named Robin Hood Foundation included a wide variety of groups and private agencies that served the city’s underprivileged. Tracy and I were awestruck by the numbers flying around during the live auction—upward of a million dollars for some of the big-ticket items, like an executive jet passage to Egypt for a cruise down the Nile on a private yacht. Writing about this night in Lucky Man, I mentioned the perils of being a Parkinson’s patient at such an auction. A poorly timed arm spasm could wipe out the kids’ college educations. So to play it safe, I sat on my hands and tried to avoid stepping on my jawbone.




There was something different in the philanthropic air that night. This was not just patronage, it was participation; not just charity, but an investment in an outcome. In the days following, Curtis and I discussed the possibility of putting together a Parkinson’s research fund-raiser in New York. Curtis was certain that when the time was right, he could reach out to his friends and associates with a considerable degree of success.




Our Ms. Brooks




Almost unconsciously, I had been taking Lance’s advice, assembling the parts of a machine capable of organizing, processing, and converting hope into an answer to Parkinson’s. What I needed most was a partner, an executive director who could implement my vision.




“Find someone from Wall Street,” Curtis advised. “The business model you’re after is innovative, aggressive, and entrepreneurial—a start-up.”




We contacted an executive search firm, specializing in the nonprofit sector. “But don’t just look for candidates from traditional philanthropic organizations,” we instructed. “Look to the private sector.” The search firm thought we were nuts. How would we ever lure executives away from their big Wall Street salaries? By the beginning of October, my partner on Spin City, Nelle Fortenberry, and a few friends from the Parkinson’s advocacy community had narrowed the field of several dozen candidates down to three finalists.




When the doors to the conference room opened, Debi Brooks strode in for her interview with an air of easy confidence, as though she knew she had what it takes, but was affable and humble enough to give us the time we needed to figure that out for ourselves. She was instantly engaging. It quickly became obvious that her greatest asset was her mind, with her heart a close second—precisely the combination required to captain a competitive nonprofit organization. I turned to Nelle and said, “So when exactly were you going to tell me about her?”




A former vice president in the Fixed Income and Asset Management Divisions at Goldman Sachs, Debi didn’t view my assertion that a cure for Parkinson’s was possible within a decade as simply the wishful thinking of the afflicted. I could already see, during those first few minutes of what has become one of the most lasting relationships of my life, that to Debi optimism and pragmatism were not oil and water. While the other candidates were certainly qualified and would no doubt have brought their own unique talents to the mission, it was obvious that Debi was the home run. By the end of the business day, she would be offered and have accepted the job; three days later, she was in the office—and we were off.




MJF FOUNDATION PLANNING MEETING, NEW YORK CITY · OCTOBER 23, 2000




No sooner did I welcome Debi into the job than I laid down the conditions for her termination. “The last thing I want is for you and I to find ourselves discussing our twentieth annual fund-raiser. In fact, if that day ever comes, you’re fired.”




She laughed, but I knew she shared the underlying urgency. Our goal was nothing short of obsolescence. Ultimately that’s also how I began my pitch to the group of advisors who convened at Dreamworks’ corporate headquarters in New York: “I need you to help me go out of business.”




Seated around the table were CEOs, entrepreneurs, and leaders of major companies—titans on the highest levels. And here I was, asking them to help me design a business that wasn’t built to last: “If we can find a cure for Parkinson’s, our work is done.”




It could have been a scene out of The Secret of My Success or one of Alex Keaton’s wet dreams—the young executive addressing his troops in a midtown high-rise boardroom. In fact, in my previous life, only when playing characters—Alex P. Keaton, Mike Flaherty, or some other young go-getter—did I wear a suit and tie. I certainly never went through that much trouble for studio executives or media interviews. But there I was in a navy blue suit, a red tie, and a blue button-down shirt.




Elaborating on the “getting into business to go out of business” theme with which I’d initiated this meeting, I indicated that it was my hope to build an organization fundamentally different from any that presently existed.




“We’re not setting up a bank,” I told them. “When money comes in, it will go back out immediately.”




Debi seconded with, “We’re not establishing an endowment. We’re willing to spend every penny we take in.”




This philosophy involves risk, anathema to most nonprofit corporations. To me, risk equals opportunity. Almost everyone in the room that day had a daily relationship with risk. In addition to hedge fund managers and financial types, there were executives from publishing and the entertainment industry—all of them understood that you can’t win if you don’t place a bet. As Debi put it, “We aren’t here to play it safe, but to do whatever it takes to cure Parkinson’s.”




Now I knew how Ray Kinsella of Field of Dreams felt when he stepped onto his Iowa cornfield turned baseball diamond to find Shoeless Joe and the 1919 White Sox going through their warm-ups. Like Ray, I had heeded the advice of an internal voice: “If you build it, they will come.”




I knew I didn’t have to go in front of this group and ask, “Can we build it?” Instead, I could ask, “How do we build it?”




Within two weeks, the Michael J. Fox Foundation for Parkinson’s Research would be granted our certificate of incorporation and our provisional 501(c)(3) nonprofit ID number. Less than a year earlier, I had stepped away from my acting career with no specific direction in mind. And now, here I was, stepping into an entirely new career—with a very specific direction, indeed.






Climbing Aboard




NEW YORK CITY · NOVEMBER 13, 2000




Two of Curtis’s hedge fund colleagues, John Griffin and Glenn Dubin, whom we were hoping to recruit to our board of directors, recommended a “road show” event—Wall Street–style—to pitch our fledgling foundation to potential supporters. Curtis and Carolyn offered to host the gathering at their Park Avenue apartment and came up with a list of friends and associates. Affluent and philanthropic, these people get hit on every day by charities with a hand out and a story to tell. I don’t go to a lot of cocktail parties, and like most people, I’m uncomfortable asking anyone for anything, but Curtis told me not to worry. “We’ll probably need two hands for all the help we’re going to get. It wouldn’t hurt though,” he suggested, “to invite a few people from showbiz.” So I called some New York friends who had already shown us some love: Alan and Arlene Alda, Kevin Kline and Phoebe Cates, Billy Baldwin, Amy Irving, and Diane Sawyer.




Curtis spent the first hour of the party introducing me to the guests, and while walking me over to “potential difference-makers,” he cocked his head and whispered a quick but detailed CV. With a scheduled 6:30 start, some guests came straight from work and were happy to loosen their Prada ties, toss back a drink, and chitchat about neurodegenerative disease. Oh—and eat piggies in blankets.




When it comes to cocktail parties, I realized a long time ago that I am all out of small talk. But on this night, and in this crowd, how could I not enjoy conversations like this one:




As I leaned against a door frame, cradling my Diet Coke, a gentleman in a dark suit jacket and blue jeans made his way across the room.




“Let me ask you something,” he said to me. “How much do you guys think you’ll raise this year?”




“Well, we’re hoping for six million,” I guessed. This was wildly optimistic, but that number had been tossed around.




“Six million?” A smile formed on the face of the man whom Curtis had introduced as Stevie. “I bet my wife, Alex, and I could raise that much money in one night.”




It would turn out that Steven Cohen, hedge fund billionaire and legendary art collector (a stroll through Alex and Steve’s home is like a one-stop visit to the Tate, the Met, MoMA, and the Guggenheim—and that’s just the foyer), would be true to his word. One of our first board members, he was so excited by the science that he would attend board meetings accompanied by a biology expert.




The business portion of the evening began with a primer on PD from Dr. Bill Langston, the founder and CEO of the Parkinson’s Institute and our new chief scientific advisor. A scientific lecture on the cause and effect of cell death in the substantia nigra is indeed a strange way to kick off a Park Avenue cocktail party, but Dr. Bill made a compelling presentation.




When it came time for me to address the crowd, Alan Alda introduced me. A good friend for many years, Alan is not only funny but also smart, incredibly well informed in matters of science, and genuine in his excitement about the prospects of research. To gain a better sense of the room and a fuller view of the crowd, I stepped up onto the marble fireplace hearth. My plan was to stick to the matter at hand and not to delve into politics, but this was November 13, 2000, one week after the presidential election, and we still didn’t know whether George Bush or Al Gore would be the next President. The outcome would have a major impact on research science.




I started with a lame joke about “hanging chads” and then got down to business: private funding for PD research and what we could do to act upon scientific optimism about a potential cure. Emphasizing that when it came to a cure for Parkinson’s, the question was not “if” but “when,” I asked for their support. I was not just interested in a “write a check and hope for the best” version of philanthropy as usual, but an investment in a new kind of undertaking—the promise of quick action, accountability, innovation, and a positive outcome for which they could claim a share of responsibility.




Along with many of the CEOs from our inaugural planning meeting and several colleagues from my TV business, ten of the cocktail party attendees joined our board of directors. They would all be instrumental in the work ahead. Debi quickly began assembling a foundation staff, and within two weeks, the board approved the funding for our first research applications.




Out of the proceeds from Lucky Man and generous early gifts, we set aside one million dollars for this inaugural research initiative. Applications from researchers were due February 1, 2001, a remarkable six-week turnaround compared to the standard set by the NIH, which typically spends a year reviewing applications. For this reason, we dubbed our first research grants “Fast Track.” Debi Brooks and Dr. Langston seemed a bit bold in their prediction that we would receive somewhere close to fifty applications, but when the deadline for applications closed, two hundred replies to the RFA had come in, from researchers based in twenty different countries: the total amount of research dollars requested surpassed twenty million dollars.




The science was ahead of the money, but we were officially in the race.




Rope-a-Dopamine




“I wish people would love everybody else the way they love me. It would be a better world.”




—MUHAMMAD ALI




I had forgotten all about the Johnny Wakelin song “Black Superman,” with its lurching reggae rhythm and singsongy, pre-hip-hop rapping pattern. But hearing it again through tiny earbud headphones that didn’t even exist at the time of its recording took me back. As a child of the sixties and seventies, I understood that I shared the earth with giants. Some were socially and politically important figures—JFK, MLK, RFK. Others were cultural icons like Elvis, the Beatles, Dylan, and the Rolling Stones. There were heroes from the world of sports, and being a typical Canadian rink-rat, most of mine played hockey—Gordie Howe, Bobby Hull, and the best of the best before anyone had heard of Wayne Gretzky, Bobby Orr. Over the course of my lifetime, however, one figure had an impact in all of these realms—the most famous man on the planet. An athlete, activist, advocate—some would say artist, and others anarchist—he was an African-American kid from Kentucky who, incensed when another kid stole his bicycle, took up boxing. He went on to change the sport, change his religion and his name, and, by changing a lot of people’s minds about war, change the world. When he declared himself “The Greatest,” he didn’t say the greatest boxer, athlete, or horse’s ass for that matter—he didn’t care. He supplied the adjective; selecting the appropriate noun was your business. He just said, “The Greatest of All Time.” And I agreed.




THE ARIZONA BILTMORE, PHOENIX MARCH 18, 2001




I had been listening to “Black Superman” on this new MP3 player belonging to Howard Bingham, Muhammad Ali’s personal photographer for more than forty years. Anywhere the champ goes, Howard is there, documenting the moment on film or just lightening the mood by providing a running off-color commentary in his manageable but distinctive blinking stutter. Sitting across the table from Howard in this Phoenix, Arizona, hotel suite, I could see Ali, sitting on the sofa, silhouetted against the picture window. I still couldn’t believe it.




In town for “Fight Night,” an annual fund-raiser for the Muhammad Ali Parkinson’s Center, we were in my room waiting for Debi Brooks and an Ali Center volunteer to collect and shuttle us to a hotel conference room to shoot a Michael J. Fox Foundation public service announcement together. Even at that time, eight years ago, it was difficult for Muhammad to carry on an extended conversation. But he was alert, engaging, and the twinkle in his eye alone could have you laughing at what he didn’t just say.




Then there was that magic trick—the flash of an empty hand, a clenched fist, a reach with the other hand, and presto, a scarf that wasn’t there a moment ago appears. In the short time that I had been with him that day, he had already entertained me with this bit of prestidigitation a dozen times. If by the fourth or fifth time you haven’t realized he is wearing a false thumb and concealing the scrunched up piece of cloth beneath it, he’ll spill the secret himself. Ali’s wife, Lonnie, told me later, “In the end he always tells people how he does it. He doesn’t want to deceive them.” Like all of his shtick, he managed to turn this endless repetition into something more like reinvention. It was somehow different every time, and you felt it a special privilege to be his audience.




A knock came at the door. Bingham collected his cameras and fired off a couple of shots as Ali and I exited the building and climbed into a waiting golf cart. The driver hadn’t even turned over the electric motor yet when people in the parking lot started to realize that this lumbering giant, who had suddenly appeared close enough to cast a shadow on their golf shoes, was Muhammad Ali. As we drove away, we could hear the clatter of spikes sparking on asphalt as they jogged after the cart. We crossed a more populated courtyard area, and it became clear that the champ was out of the bag. A ripple of recognition spread across each face. I don’t know how people had the time to react and then turn to tell a neighbor. Everybody just knew—the collective unconscious at work. And then we were swamped. But I in no way felt threatened. For one thing, the response was purely a loving one, and for another, it had absolutely nothing to do with me.




In the company of Muhammad Ali, you’re not merely anonymous, you’re invisible; but you don’t mind because you’re witnessing something extraordinary.




Courtesy of YouTube, I can reach back across those eight years and pull up the video that Muhammad and I shot that day. Artfully done in both black and white and color with a handheld camera, the tone was relaxed and conversational and (this has to be a first for a TV spot about neurodegenerative disease) even funny.








Michael




I’m five-foot-five, 130 pounds. He’s six-foot-two, 255. We may look a little different. But we’re actually very similar. We’re both determined. We’re both opinionated. And we both have Parkinson’s. There’s a lot of people out there just like us, and they need your help. So call the number below and get in our corner. You know, together we can win this fight.











THE VIDEO CUTS TO A WHITE TITLE CARD WITH THE FOUNDATION’S CONTACT INFORMATION. THE INFORMATION IS READ ALOUD BY MEREDITH BAXTER (my old mom from Family Ties). CUT BACK TO THE SHOT OF MUHAMMAD AND ME, SIDE BY SIDE.













Muhammad




Five-foot-five? You wish.







As I watched the clip on the Internet, Nelle popped inside my office door to watch along with me. She remembered the day, of course, having helped to come up with the concept and produce the campaign with our friends at McCann-Erickson.




“Wow,” she said, just after Muhammad had uttered the punch line (no pun intended). “He hasn’t spoken that clearly in a long time.”




“And I haven’t seen myself that still on camera in a long time,” I added. And neither of us is any younger, and the fight goes on.




PHILADELPHIA · AUGUST 2, 2000




A few months after the foundation’s launch, we made two significant additions to our board. One was Donna Shalala, president of the University of Miami and erstwhile secretary of health and human services in the Clinton administration. Though Donna had no personal connection to Parkinson’s disease, she obviously had tremendous insight into many of the issues we would be grappling with as a scientific foundation.




The second inductee was also a woman, formidable in her own right. Lonnie Ali’s agreeing to serve on our board caused great excitement. Regardless of the attention I’d brought to Parkinson’s, Muhammad Ali was far and away the world’s most famous Parkinson’s patient—Pope John Paul II at number two, Billy Graham in the three-spot, and I, at best, a distant fourth. Obviously we were pleased by the endorsement that Lonnie’s commitment represented. We valued her insight and experience as a caregiver—someone especially sensitive to the impact PD can have on a family, and the urgency with which we must pursue research.




I first spoke with Ali in 1998. “Muhammad was shocked when you went public,” Lonnie told me. “He couldn’t believe you had the guts to do that.” Lonnie was there when he heard about my diagnosis. “I could tell by the expression on his face that he was thinking, Wow.”




Ali called and left a message, but I was so flustered by the prospect of speaking to a true hero of mine that it took days to muster up the courage to call him back at his farm in Michigan. To ensure privacy and safeguard against interruption by any of my (at the time) three rambunctious children, I used the bathroom phone. It was a brief conversation. I sputtered something about being so honored to have the opportunity to talk to him. At first, his only response was breathing and a few tentative vocalizations. Closing my eyes, it was not difficult to summon up an image of Ali on the other end of the line. Then I heard a faint but steady whisper. “I’m sorry you have this, but with both of us in this fight, we’re going to win now.”




Nearly two years passed before we met face-to-face, or as Ali would surely point out, face-to-sternum. In August of 2000, I traveled to Philadelphia for the Republican National Convention, concerned about candidate George W. Bush’s positions on federal funding of scientific research, particularly the exploration of embryonic stem cells. With plans already in the works to attend the Democratic Convention in Los Angeles, we saw Philadelphia as a chance to reach out, not only to those GOPers who might impede our progress, but also to the substantial number of Republicans, like Arlen Specter, Orrin Hatch, and John McCain, who supported our cause. Andrew Card, Bush’s campaign manager and soon-to-be chief of staff, agreed to meet, as did a few conservative legislators. All in all, this was just a toe dip into the political currents. In just a few years, I’d wade up to my neck.




The surefire way to get attention at a political convention is to throw a party—the bigger, the splashier, and the more boldfaced names in attendance, the better. Kenneth Cole and George magazine co-sponsored an event in the Fox Foundation’s honor that by all accounts was the party of all parties that week. Although right-leaning celebrities are rare, they were well-represented that evening, most notably by Arnold Schwarzenegger, former Terminator and future governor of California.




Being somewhat progressive in our politics, our group, including Tracy, did feel a bit like ducks in a desert. But we were ready to have a good time—whatever the political party, partying is apolitical. What I was most looking forward to that night was the appearance of a special guest at the party.




He almost didn’t make it. Late summer storms rumbling across the Midwest and into parts of the East had Muhammad and his group rescheduling flights up to the very last minute. We waited at the hotel for word that he was on his way while, on the other side of Rittenhouse Square, the party had already begun. Hoping for one or two quiet minutes together before we left for the party, we resigned ourselves to being late. When the Alis arrived, they came up to our suite to say hello. My strongest memory was not of our handshake or hug, but of the elevator ride down to the lobby when this gentle giant produced a red satin scarf out of a fist full of thin air.




Like I said, it took four or five repeat performances at our next meeting until I understood the “how” of the trick, but I think I immediately sensed the “why.” The enormous balled up fists no longer had the power to bring down a George Foreman in his prime, but they were still capable of a simple sleight of hand. A face that once broadcast a gamut of emotion, from wide-eyed, slack-jawed amazement at its own “prettiness,” to the mask of a fierce warrior, was now frozen and without affect, save for the occasional subtle wink that signaled the end of the trick. And that voice that once sang and soared, offering both poetry and protest, now all but silenced, could still manage a paper-thin whisper: “One more time. Watch closer.”




“I’m still magic,” Ali seemed to be saying. “Pay no attention to the curtain in front of the man. I’m still in here. And I’m still the Greatest in the world.”




When I meet people living with Parkinson’s, rarely do I have knowledge of who and what they were before diagnosis. I relate to them in terms of our common difficulties in the here and now, and our shared optimism for an easier future. I don’t know the totality of their loss or the incremental changes that marked the progression of their personal experience with Parkinson’s—but they, of course, know mine. People have a strong sense of who I was long before I had PD and before they knew of my diagnosis. And their take on it will be as subjective as my own. When people first found out I had PD, I remember feeling uncomfortable that they might be inspired to rent old movies and watch reruns of Spin City in an effort to trace the accumulating effects of the disease. I’m sure many did.




When I see the old footage of my new friend, fighting, dancing, clowning, I do feel sad and angry for him. I wondered if he did too. Was it difficult for him to see a younger, healthier, and stronger version of Ali? When I mentioned this to Lonnie, she laughed. “Believe me, Muhammad’s best afternoon is when he’s watching himself,” she said. “He amazes even himself. He’ll be watching an old fight or an interview and he’ll say, ‘I was crazy, wasn’t I?’ He thanks God that there’s footage of his life, so he can review it. He appreciates it. He’s glad it’s there.”




Sometimes when channel surfing, I am ambushed by the image of a younger, healthier me. Usually, I just carry on clicking, giving it no more thought than I would an infomercial. There are times though, I confess, when I will pause and set the remote on the coffee table for a minute or two—sometimes longer.
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