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  This book is dedicated to the millions of people who have died of amyotrophic lateral sclerosis (Lou Gehrig’s disease), and the tens of thousands who will die every year until we find what causes ALS and how to prevent it.


  
    Up-end the glass! New life is on the way.


    Gib Peters

  


  From: Gib Peters


  To: All my family and friends


  Subject: Why do I do this?


  Marcia kissed me goodbye, Bill Schwessinger and Calvin ceremoniously tossed off the lines, and I eased my vessel off the seawall. It was May 19, 2004, at 10:30 a.m. And so it began. An odyssey to somewhere—maybe the Bahamas, New York, the Great Lakes, then down the Mississippi to the Gulf, or maybe none of these. If my boat and I hold together, maybe all of these and more.


  The sky is clear light blue this morning and dotted with tiny puffs of cottony clouds. The air is calm and the heat is already building. It’s the first summerlike day we’ve seen this year in Key West after an unusually windy, skuzzy spring. I set the throttles back and guide my boat east down the Riviera Canal to the Cow Key Channel, waving to the three shrinking figures on the seawall.


  I find my way to the No. 1 marker at the southernmost end of Cow Key Channel and turn east, for New York, stopping at the Oceanside Marina for a fill-up of gas. At $2.37 a gallon today, and higher prices expected this summer, this is going to be one expensive dream. My twin Chevy V8s suck down gas like side-by-side porcelain toilets. But at least I’m finally under way.


  And then it hits me. Is this really happening? Have I actually started this once-in-a-lifetime voyage?


  Just before departure my good friend Jerry Cash turned to me and announced in a flash of understanding, “I know why you’re doing this!” I mumbled an acknowledgment. He explained: “The adventure, the challenge, the time for reflection.”


  He was absolutely on the mark, of course. Jerry always is. But he couldn’t have known the core inner reason for making a voyage, solo in a small vessel over such a distance. It wasn’t entirely clear even to me until a few days after I left and perhaps still hasn’t fully crystallized. But let me see if I can explain.


  In February of 2003 I was diagnosed with Lou Gehrig’s disease, or ALS. This is a progressive disease that in my case first showed its effects in weakness of the muscles of the tongue. Rather than beginning with weakness of the leg muscles and moving up, which is happening to a friend who has just contacted me, mine works from the top down and is called bulbar ALS. Two years ago my tongue just didn’t want to move with the speed and accuracy that would produce effortless speech. For a lawyer, this is a serious impediment. As it spreads downwards, the arms, legs, and lungs stop working. But the disease, even in its final stages, leaves the mind sound and the senses alert. That’s the really scary part for me.


  Dr. Walter Bradley tells me that the process will extend for two or three years from the time of diagnosis. Toward the end, most of my body will be limp with paralysis, except my eyes and a few involuntary functions like the heart and digestive system. Unable to cough or breathe without ventilation support, my systems will fail. In the end I’ll be “locked in,” unable to move anything but my eyes. Somewhere along the line, he says I’ll be unable to cough, will catch pneumonia, and die. He said it just like that. And I am glad he did because I know there’s no doctor-dodging going on and I can plan the rest of my life.


  Now, taking a cold, clinical look at all that, I’ve in some ways removed myself “from me” as though looking at a biological specimen in a petri dish—attentive to the progression and determined to figure out how much time this organism has left. It’s an approach to living or dying that works for me. Otherwise, I would sink into a state of depression, sucking in all those around me and putting a sour exclamation point to the end of my life.


  Overlaying the clinical picture is the inner need of a man to survive, to cope, to win. I’m no different. I’m determined to fight ALS every step of the way, but intellectually I know that I will lose the war. We are all fighting time, and sick or well, sooner or later, we will lose—but it’s important to play the game full-tilt ’til the final buzzer. This just happens to be my clock that is running, and my moments that are precious. So this is how I choose to do it, and I am filled with unexplained contentment and peace.


  Every good petri dish watcher has to have a way to tell if there has been change over time. So how do I measure the progression of my disease and project a curve against time into the future? Doc Bradley puts me through a series of strength tests every month or so. After sixteen months my tongue is all but paralyzed. Speech is difficult, if not impossible, and I’ve resorted to carrying a note-pad on a clipboard for personal communication. The phone is useless, but e-mailing is perfect for distant communication. My right arm has developed early signs of weakness. Ten months ago I could do thirteen reps with an eight-pound weight on the right, and fifteen on the left. Now I’m finding it difficult to lift the right arm at all. The left arm still works pretty well but is showing some signs of weakening. As I watch the movements in my petri dish, I see the left hand helping the right do its job more often now. On an emotional level it pisses me off more than it saddens me!


  My legs are fine and able to carry me up the bridge ladder, forward to the ground tackle and around the aft deck of my boat. My neck muscles are weakening, and late in the day I am frequently unable to raise my chin off my chest. If I find myself walking down a long marina dock, I’ll fake a thoughtful, left-hand-to-the-chin pose to keep my head up. That is what I call a victory! My neck brace is stored aboard somewhere, and I will get it out when I have to give up this ground too.


  As simply as I can tell it, I want to provoke my ALS to a fight. A solo trek in a small boat provides the adventures, challenges, and solitude needed to test me. I want to beat it on every ground it chooses to challenge me and then reflect on which of us won the battle: the petri dish thing. I am calling it out for the fight of a lifetime. I won’t let it just creep over me in my rocking chair back in Key West. I will try to outwit and out-manipulate it. This voyage is simply pure provocation of my disease and a way to face its devastation and brag about how I did it.


  And I need to write. About who I am, how I lived, and how I challenged my death. I want my grands, great-grands, and the generations who come after them to know that I believe that it is about how you play the game.


  Gib


  Gib Peters was extraordinary, even before his illness developed and he set out on an odyssey that many an able-bodied person would find challenging.


  A devoted husband and father of four. A successful banker, financial adviser, and newspaper columnist. A lawyer who never practiced his profession. A generous philanthropist, giving freely of his professional and personal time. A community activist. An accomplished sailor and airplane pilot. An electronics inventor and ham radio operator who was good with his hands. An academic administrator who quit his profession when about to become a college president, and took up a new career in business. An extrovert who liked to be alone with his own thoughts.


  I first met Gib in June 2003. He was sixty-seven years old but looked ten years younger. He was an engaging, likable man, five feet ten inches tall, 210 pounds, and built like a tank. He had clearly been an athlete in his youth. His square ruddy face was handsome and his hair almost white. A wry smile played constantly around his lips. Gib wrote a humorous financial advice column for the local paper, the Key West Citizen. He was a great raconteur and hosted a weekly TV program. Gib was a larger-than-life personality in Key West, and his ALS was a topic of shocked public discussion.


  He had been diagnosed with amyotrophic lateral sclerosis (ALS for short), or Lou Gehrig’s disease, in March 2003. His reaction to this virtual death sentence was to decide to take on ALS and, if not beat it, at least give it a good fight. Gib’s feeling was that he might not win the war, but he was certainly going to win a few battles along the way. He accomplished an extraordinary feat of endurance, far beyond the abilities of most of us. He gained some amazingly deep insights into life and death and shared these with friends, family, and, eventually, the world.


  As Gib’s disease progressed, his tongue weakened and his speech became unintelligible. He described his speech as being reduced to a “spit-mumble.” He began having difficulty swallowing his saliva and would drool like a baby. His eating became slower, and he began to choke, first on liquids and later on solid food. He lost weight. I arranged for a tube to be put through his belly into his stomach. (We call this a PEG tube, for percutaneous endoscopic gastrostomy.) Gib was able to pour liquid nutrition into the tube, bypassing his throat to avoid choking and starvation.


  This was Gib’s condition when he first told me about his plan to pilot his twenty-nine-foot motor cruiser, the Ka Ching, single-handedly from his home in Key West, following the Intracoastal Waterway (ICW), to New York, the Great lakes, and the Mississippi, making a great loop back to his home in Key West. For most healthy sixty-seven-year-olds, such a journey would be arduous, but I knew that the ALS was going to spread to Gib’s spinal cord over the coming months and make it almost impossible for him to complete such a voyage.


  Despite my insistence that his plans were unrealistic, Gib was obstinate and soon set off on what he called his own personal odyssey. ALS robbed him of the ability to speak by phone. So during his voyage he wrote e-mails to his family and friends that told of his experiences on the journey and his insights into the meaning of life and the inevitability of his own death. Terry Schmida, features editor at the Key West Citizen, invited Gib to publish this material in the newspaper. Gib accepted the invitation with these words: “My insufferable ego and a writer’s addiction to having lots of readers have overcome my natural humbleness and strong inclination to decline.” the result was a series of alternately heart-wrenching and hilarious weekly columns in the Citizen.
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  In 1996 Gib Peters had no idea of the fate that awaited him. He was strong, successful, and popular. He was beginning to have the time and money to indulge some of the dreams he had when he moved to Key West, one of which was to own a seagoing vessel.


  He bought a small motorboat, a seventeen-foot Mako that he called Off the Wall, and took his family on many trips around the Keys. They often went west to the Marquesas and northeast to the Upper Keys. Boating, fishing, and scuba diving became passions of the whole family.


  They loved to dive on the beautiful Florida reefs, especially those at John Pennekamp State Park, where some say the fish are more brilliant than those at the australian Great Barrier reef. John Pennekamp State Park is the dive capital of Florida and home to the underwater nine-foot bronze statue, Christ of the Abyss. In 1965 this gift of the Italian scuba manufacturer Egidi Cressi was placed in thirty feet of water near dry rocks reef in the park and is a magnet for divers. It is a reproduction of the original Il Cristo Degli Abissi, which is mounted on the bottom of the Mediterranean in the Italian riviera near Portofino.


  Gib loved his Mako. When he came into the bank one Monday after a weekend working on the engine, one of his clients said there couldn’t be anything wrong with a banker who had grease under his fingernails! He would take the boat out fishing in all weather and was often out there for eight or nine hours at a time. He liked to be alone to think. Friends like Bill Schwessinger, who knew the sea and its risks, worried about Gib. He would often stay out during storms when, in Bill’s words, “any sensible man would have run for safe harbor. I told him he was taking too much of a risk, that man must respect the sea.”


  In 2000 Gib sold the Off the Wall, much to the relief of his friends. In its place he bought a twenty-nine-foot Wellcraft that was to become the love of his life, second only to his “bride,” Marcia. The new boat was twenty years old and needed a lot of work. He would often ask his friend dick Moody, who was good with mechanical things: “Will you just come over and look at this to see if I have gotten it right?” He spent all his free time working on the boat, which was docked behind his house on riviera Canal. At times he became so engrossed in his projects that he seemed almost to forget that Marcia, his children, and his friends existed.


  About the time that Gib bought the Wellcraft—three years before he was diagnosed with ALS—his personality seemed to change. He became more reclusive and did not want to talk to people. When Gib and Marcia went to a party, he would want to go home after an hour, while Marcia wanted to stay till the end as they had always done before. On many of these occasions, Gib would take the car home, and Bill and anita Schwessinger would later give Marcia a ride home.


  He drifted into day-trading stocks. He would closet himself with his computer and not surface for a whole day. Sometimes he would make $20,000 in a day, but at other times he would lose just as much. When Bill Schwessinger visited, all he could get out of Gib was a hello. Gib clearly wasn’t feeling sociable.


  Gib had been a long-term board member of the Mel Fisher Maritime Museum, involved in handling the treasure recovered from the wreck of the 1622 Spanish galleon, the Nuestra Señora de Atocha, off the Marquesas, west of Key West. In 2001, when he came into the dusty office of Madeleine Burnside, executive director of the museum, he complained, “Gosh, this room is full of mold!” It appeared that he had become allergic to molds, suffering frequent sinus infections. He went to the Mayo Clinic in rochester, Minnesota, to try to find the cause of his allergies. Over the next eighteen months, they operated several times on his sinuses, all to no avail, except that he completely lost his sense of smell.


  Whether the personality change and allergies had anything to do with his later development of ALS, I don’t know. Some people with bulbar ALS have personality changes due to degeneration of the frontal parts of the brain, a condition called fronto-temporal dementia. But Gib’s personality change began three years before he started to slur his speech, which would be very unusual, particularly since the personality change did not get worse with time.


  A year before he knew he had ALS, Gib began to complain of fatigue, which is very common in ALS, though it does not usually come before other signs of the disease. Six months before he received the diagnosis of ALS, Gib was drinking a glass of Coke at a board meeting when someone cracked a joke. He burst into peals of laughter, inhaled the soda, coughed, and sprayed it over everyone. Afterward he said to Marcia: “I was very embarrassed. I don’t know why I did that. It wasn’t even a particularly funny joke!”


  It is possible that this uncontrollable laughter was the first sign that Gib was developing ALS. Loss of control of emotional reactions is often a symptom of bulbar ALS, since the neurons that control the muscles of the face, mouth, and throat play an important role in the outward expression of emotions. One name given by neurologists to this symptom is emotional lability. I prefer to call it emotional incontinence, because the involuntary laughter—and more commonly, crying—is rather like urinary incontinence, where the patient has no warning and suddenly wets himself.


  Because of the exhaustion, Gib took a six-month leave of absence from Barnett Bank and stayed at home, working on his financial advice column and Ka Ching. He returned to the Mayo Clinic in February 2003, where for the first time he was seen by a neurologist. He found that Gib’s tongue was shriveled and not moving well, causing him to slur his speech. This was a sign that many of the motor neurons in the bulbar region at the back of the brain had died. In ALS, when a muscle shows the first sign of atrophy, about half of its lower motor neurons are already gone.


  The Mayo Clinic neurologists arranged an EMG (electromyo-gram), where the doctor puts needles into the muscles, looking for electrical signs of damage to the lower motor neurons. They found a hint of damage to the motor neurons supplying Gib’s arm muscles. They also did an MRI (magnetic resonance imaging) scan of the brain, looking for signs of a stroke or brain tumor, and found nothing abnormal. They did a lot of blood tests, looking for any vitamin deficiency, hormone imbalance, or toxin that might have caused the symptoms, and again found nothing abnormal.


  At the end of the visit, the Mayo doctors told Gib they thought he had ALS. Gib described the process in an interview later published in the Key West Citizen, under the headline FULL LIFE AHEAD: ESTATE PLANNER GIB PETERS TALKS ABOUT DYING—AND LIVING—ONE DAY AT A TIME:


  
    “They eliminated every other possibility,” said Peters. “Eleven or twelve doctors took a piece of me and tested it. Then, a doctor met me and Marcia. He was the appointed loser, the one who must have drawn the short straw, but he was obviously practiced at it. He said they were ‘almost entirely convinced’ that it was ALS,” recounted Peters, “but my wife, being a nurse, already knew what was going on. Once he said Lou Gehrig’s disease, then it registered with me. Is that bad? Is it fatal? What will be the cause of my death?”


    The answer was: “The first thing was the dying of the nerves between your brain and your tongue. Then the nerves and muscles in the rest of his body will die. Your heart and brain will be uninvolved, but your body will atrophy. Your diaphragm will no longer work and you’ll lose the ability to speak and swallow. There is no cure. It is always fatal.”


    “They can put tubes in to help me,” said Peters. “They can put me on an artificial breathing machine. At some point, I or my family will have to accept the ventilator, or else refuse it and then I’ll die. The doctor said that in the end, you or your family will have to decide to pull the plug.”

  


  Gib and Marcia flew back from the Mayo Clinic, hardly saying a word as they tried to come to grips with what this diagnosis meant for them and their children. Gib was in shock, but when he reached home he sat down with his children to tell them he had ALS. They all cried together, and everyone was pretty quiet for the next few days, moping around the house with long faces. Marcia was also in shock but had to carry on with her home nursing agency. Looking back, she realized that she never had the time to mourn the diagnosis.


  For a month after returning from the Mayo Clinic with his death sentence, Gib was like an automaton. He had always known intellectually that he had to die, but now he was faced with the reality. He did not know exactly when he would die, but it was in a finite and probably short time. He watched TV without really seeing it. He spent a lot of time on the back patio, looking at the canal and mangrove marsh beyond. He spent a lot of time sleeping. Sometimes in the afternoon, while he lay awake in their bedroom studying the palms in the backyard, Marcia would crawl into bed beside him and hold him as they both cried. His four children, all living and working elsewhere in Florida, would get together on the phone for tearful mutual support.


  Gib was depressed and shut himself off emotionally from Marcia and his friends. To them he appeared aloof and withdrawn. Most of his friends didn’t know how to deal with this, but Bill Schwessinger was not to be denied. He went knocking on Gib’s door and insisted on visiting with him. In fact, Gib seemed to welcome the opportunity to open his thoughts to his old friend. They talked on and on for an hour or more about how he was facing death. Bill continued to call on Gib at least once a week, and they would talk about everything under the sun. It was obviously good psychotherapy for Gib.


  In June 2003 Gib came to my office at the Kessenich Family Mda ALS Center. My center at the Miller School of Medicine in the University of Miami specializes in the multidisciplinary care of patients with ALS, and in research to find the cause and cure of the disease. Multidisciplinary means that we have nurses, physical and occupational therapists, respiratory therapists, swallowing experts, nutritionists, and psychologists, all devoted to the many needs of the ALS patient and his family.


  My first impression of Gib was of a man about my age and height, ruggedly handsome and nattily dressed, with short white hair and a ruddy face. Despite the gravity of the situation, he talked with a good deal of humor. I could tell immediately that he was a really nice person.


  My heart always sinks when one of my doctors-in-training tells me that the patient she is presenting to me is “a nice man.” Neurologists believe that ALS patients are “nicer” than the average patient, and our research has helped to explain this. We interviewed the spouses of fifty ALS patients about the character of their loved one many years before the development of the first symptom of ALS. Then we compared the results with interviews of the spouses of a control group of patients with other diseases, like cancer and multiple sclerosis. Compared to the control group, ALS patients scored higher as “givers” and lower as “complainers” in the years before the development of disease. A patient with ALS often thinks first of the burden that the illness is going to produce for his spouse, rather than the effect of the disease on himself. Perhaps the genes for “niceness” are related to the genes that predispose people to getting ALS.


  As Gib described how the condition had come on, I recognized that his speech was slurred. He told me that at times he would choke while drinking. When I examined him, I found that his pronunciation of difficult phrases like “Methodist episcopal” was slurred as if he were drunk. I saw his wasted tongue. When I tapped on his lips, jaw, arms, and legs with my rubber tendon hammer, I found a much greater movement than is normal. These increased reflexes, as they are called, are an indication of damage to the upper motor neurons running from the brain down to the spinal cord; they drive the lower motor neurons that send “wires” called axons to the muscles of the body and limbs.


  There was no doubt in my mind that he was in the early stage of bulbar ALS. I told him and his wife, Marcia, my conclusions. Gib said that the Mayo neurologists had told them the same thing and that he and Marcia had come to terms with what this implied: that he had less than two years to live.


  Marcia, a petite, svelte, and pretty woman with light-brown shoulder-length hair, had remained in the background as I interviewed Gib. They held hands and clearly loved each other dearly, but she did not talk much. When I later learned that Marcia was a nurse, I was surprised that she did not take a more aggressive role in the consultation.


  Much later, when I met her friends, they told me that she was usually very outgoing and the life and soul of the party. When I asked her about this, she admitted that she had been hiding the terrible distress she felt about Gib’s ALS; she had looked after a number of patients with ALS and knew the prognosis. She also said that it was Gib’s illness, not hers, and that it was for him to decide how he wanted to handle it. She did not want her professional knowledge to interfere with her ability to be his wife.


  I believe that it is always important for patients to have hope. Miracles do happen in medicine and doctors are not always right. So I said, “you must not believe everything you read on the Internet. Half of ALS patients live more than three years from their first symptoms. In fact, I have a patient who has a very benign form of the disease, and he is still working after forty years. And then there is the case of Stephen Hawking, who has survived with ALS for more than forty-five years. In addition, I have seen five patients recover from what appeared to all us neurologists to be definite ALS.” like every patient to whom I have given this speech, Gib was astounded. “Why did no one tell me that? What chance do I have of recovering? What was special about those patients who recovered?”


  I answered as best I could: “I wish I knew! though the chance of recovery is extremely slim, in 5 to 10 percent of patients the condition seems to burn itself out. The disease bottoms out and stops progressing.” that information seemed to help Gib, though Marcia looked skeptical. I next told them that at present only one drug, riluzole, is available to treat ALS. The medication slows the progression of the disease by about 20 percent, though it does not do what all of us would want: stop the disease from getting any worse. Riluzole is very expensive, but I told Gib and Marcia that I would take it if I had ALS.


  I spoke to Gib about research into the cause and treatment of ALS and suggested that he might like to take part in clinical research trials of new drugs. I think it is very important for patients to take part in clinical trials. They gain the benefit of being the first to receive a possibly effective drug, as well as the hope that the drug may help them and the feeling that through research they are fighting the damned disease. I suggested a new drug that slowed a form of ALS in mice and was now being tested in patients.


  Gib and Marcia were enthusiastic about joining the study and signed up for a yearlong trial of this drug, which required him to come to see me every month for testing. Neither he nor any of us on the clinical research team would know whether he was receiving the active drug or a placebo. This is the only way to discover whether a drug works or is harmful. The placebo reaction can be very strong, and patients who think they are getting the active drug may subconsciously do better for a while.


  Gib refused to lie down and accept the inevitable prognosis of ALS. He was going to celebrate life, live it to the hilt, and make use of every moment that he had left.


  From: Gib Peters


  To: All my family and friends


  Subject: “And these are my marks”


  In February 2003 I complained to Dr. Ellie Gerth about a slight speech slur and a curious emotional instability. I’d sob over Hallmark cards and double over with laughter reading bumper stickers. He ruled out stroke and insanity and sent me up to Rochester Mayo Clinic for a weeklong exam. Thirteen doctors poked and prodded and then drew straws to see who would tell me the bad news. The short straw said, “You’ve got ALS.” Marcia gasped. She knew what amyotrophic lateral sclerosis was. Lou Gehrig’s disease. “What in hell is ALS?” I asked. He said, “No known cause, no known cure. You have two or maybe three years. Go home and enjoy life.”


  For a month or so after Marcia and I returned from the Mayo Clinic, I wallowed in self-pity and cloistered depression until it became obvious even to me that I was mired in a sucking whirlpool of self-destruction. And my family and friends were taking the brunt of it. We were, it seemed, going through the first phases of grieving for the loss that was to come. I decided that nobody was going to lead us out of this but me. I had to brighten up, face the facts, and make the most of what I had left, for my sake and that of my family and friends. “OK, that’s enough,” I decided. “Got to get a plan together for the rest of my life. Do something.”


  I’ve come to grips with my mortality now, and I can tell you, I feel blessed. I have asked my family to let love and life flow like never before. And they certainly have. Birthdays, cruises, long weekends, phone calls by the hundreds, and even the blessed news of new life to come: One of my daughters is pregnant.


  Last month, my son, Mike, and son-in-law, George, took me 185 miles down the Colorado River through the Grand Canyon on a raft. It was exciting and humbling. I reached out and brushed past rocks at the river’s edge that were formed two billion years ago—one-third the age of Earth itself.


  Further up the canyon wall and more recent in time, a granite boulder on a broad ledge revealed a glyph of a stick man carefully chipped into the surface some nine hundred years before. The person who made it stood exactly where I was standing, hearing the river roar as I heard it now, breathing the canyon air as I was breathing it, carefully making his mark for me to see. It said, “I was here. This is who I am.” I ran my finger across the grooves and tried to imagine who he was, what he feared, who he loved, and how he died. The answers didn’t come, of course, but I felt that I had made human contact fifty generations back in time. I was moved. And I’m a better man for it.


  A few days later, much deeper into the canyon where the walls towered a thousand feet overhead, I found impressions in the rocks of sea life that lived a billion years before, a sixth of the life of the Earth itself. A simple sea animal fossil among thousands of others around it, but it was the mark of a living thing past and it had its own simple message: “I was here. This is my mark. You are there because of me.” I was awed. How much life and how much death had passed since that time? This very example of ancient life might have been my—our—progenitor. The possibility, however infinitesimal, astounded me.


  I was reminded of the unimaginable expanse of time over which our Earth had evolved and the billions of life forms that existed since the life of that fossil. And the inescapable fact that every one, every single life form had died or was about to die. I had been given life, and with it the chance to make the smallest of contributions to those who would follow. Had I done so? What was my “mark”? Would it be seen?


  I
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