
EIGHT BILLION STEPS:

MY IMPOSSIBLE QUEST FOR CANCER COMEDY

––––––––
[image: ]


Jeffrey Penn May

EIGHT BILLION STEPS:

MY IMPOSSIBLE QUEST FOR CANCER COMEDY

Copyright © 2013 by Jeffrey Penn May

Update Copyright © 2023 by Jeffrey Penn May

––––––––
[image: ]


All rights reserved. Without limiting the rights under copyright reserved above, no part of this publication may be reproduced, stored in or introduced into a retrieval system, or transmitted, in any form, or by any means (electronic, mechanical, photocopying, recording, or otherwise) without the prior written permission of both the copyright owner and the above publisher of this book.

This is a work of nonfiction. While emails, text messages, voicemail, medical documents and other sources were used, some material relies on memory and corroboration. Minor discrepancies are inevitable. While I cannot guarantee every detail, I can say with absolute assurance that it is as accurate as possible given the circumstances. The author acknowledges the trademarked status and trademark owners of various products referenced, which have been used without permission. The publication/use of these trademarks is not authorized, associated with, or sponsored by the trademark owners.

Author’s Note: I did not write Eight Billion Steps as a “How to beat cancer” book; however, it does contain some practical information that may help. A Word about formatting: Inevitably, with the thousands of online platforms, while I’ve worked hard to avoid them, formatting irregularities will arise.

Also by Jeffrey Penn May

Margery

Cynthia and the Blue Cat’s Last Meow

No Teacher Left Standing 

Where the River Splits

Roobala Take Me Home

Finding Your Fiction:

Concise Steps to Writing Successful Fiction

ACKNOWLEDGMENTS

Thank you to those who saved my life, and enhanced my quality of life, especially my wife, Kim, my family and friends who are hopefully represented favorably in my narrative, and to the healthcare professionals, all of them in this book, including those who may or may not have made a mistake. I am thankful to the doctors, their intellect, hard work, and dedication, especially to those who, knowingly or not, contributed their own peculiar brand of humor, listed here in order of appearance: doctors Andrew Chao, Fredrick Pugliano, Marc Vavares, Hiram Gay, Tonya Wildes, Jason Diaz, Jeffrey Jorgensen, Gregory Weinstein, Michael Kupferman, Brian Nussenbaum, Bruce Haughey, Martin Clarke, Archie Harmon. And to the following organizations, SSM St. Clare Health Center, Saint Louis University Hospital, University of Missouri Hospital, MD Anderson Cancer Center, University of Pennsylvania Hospital, Siteman Cancer Center, and Barnes-Jewish Hospital. To all the therapists, specifically Shannon Nana and Shelly Ryan, and nurses, especially the ones at Barnes.

For the 2023 Update, thank you to those who persevered through the Covid pandemic and continued to provide high quality care, specifically those who contributed to, like those before them, often elusive humor. Thank you to Jane and Jerry at St. Luke hyperbaric wound care center, Doctor Ryan Jackson, Melissa Portell and Lisa Shoemaker, Doctor James Boyd, therapists Kaitlen Keister and Kacie Brooks, and from Mercy Integrative medicine Jenny, Jen, and Shannon.

Table of Contents

Introduction

Chapter One – Life is Good!

Chapter Two – A Bump, Not A Lump

Chapter Three – Just A Little Neck Dissection

Chapter Four – Phone Calls from Doctor Fred

Chapter Five – Doctor V for Vendetta

Chapter Six – A Normal Life

Chapter Seven – Wild Siteman

Chapter Eight – The Big Biopsy Restaurant

Chapter Nine – Quality of Life

Chapter Ten – Columbia

Chapter Eleven – Kim’s Quest

Chapter Twelve – The Houston Problem

Chapter Thirteen – Liberty or Death

Chapter Fourteen – Miracle On Deck

Chapter Fifteen – The Big Operation, April in St. Louis

Chapter Sixteen – The Sixth Floor

Chapter Seventeen – Ending April

Chapter Eighteen – May Is Mental Health Month

Chapter Nineteen – Protocol

Chapter Twenty – Home in May

Chapter Twenty-One – The Third Op

Chapter Twenty-Two – Radiation

Chapter Twenty-Three – Eternal Recovery

Update: Life Is Good

Part I: Recovery

Part II: Fighting a Fistula?

Part III: Radiation Resolution

The End of an Update

	[image: ]
	 	[image: ]


[image: ]

​Introduction

[image: ]


This book was going to be Two Hundred Steps, My Fight Against Cancer, but the title seemed too generic for what was percolating in my sometimes painfully clear mind. So I changed it from the typical to the absurd, and I have been struggling with my quest ever since.

Still, the initial inspiration might be worth noting. The number two hundred referred to counting steps – wheeling an IV pole from my hospital room down the stark gray-carpeted hallway, through the waiting area and past elevators and restroom, and then left down a windowless, narrow hallway, about enough room for a wheelchair, with brilliantly shiny wood floors. My IV wheels hummed on that floor. I loved that floor. As much as any captive animal might love pacing in its cage. I turned around at what was for me a dead end because there wasn’t much sense trying to escape an inescapable reality and bash my pole through a steel door to crash down the stairway. Eventually, I’d take the elevator. I counted the steps back to my room. Two hundred. More or less.

Along the way I noticed “exciting things.” The fire hose. The office doors. The floor. Interesting people. A thin woman with glasses admiring the perfect floor then pushing hard on the stairwell door. I wanted to reassure her. But then I realized she was looking down only to avoid looking at me.

A middle-aged woman wheeling boxes of soda-pop and chemically laden snacks, and I thought: How can anyone remotely associated with health and healing consume such crap? Then there was the closet marked “air tanks.” And from this dubious launching point, I will tell you that going on a “quest for cancer comedy” isn’t going to be easy. For example, they could have opened that closest for me and “for the rest of my life,” I could be wheeling around scuba gear.

So, as far as I can tell, there has been almost nothing humorous about the whole trip, other than the strange, weird, odd kind of funny. Nothing that would suggest comedy. But I’m making the effort, attempting it because I have a habit of setting expectations so high, and falling so short, the fall sometimes elicits a chuckle.

As I write this, I see that I’ve already screwed up – I must fully believe in a “full recovery” or I will have no chance at “full recovery.” But if I know that I always set unrealistically high expectations only to fall short, then how can I truly believe in full recovery? See how “funny” it can get?

Before... what a cliché, but as I would learn through this ordeal, clichés are remarkably true. Before... I would avoid any book about illness, especially cancer. Bookstores were troublesome. If I wandered down the wrong aisle and saw a bunch of cancer books, I’d look away as if I’d accidentally stared at the sun. I hid my psyche just like the little kids hiding behind moms and dads when they saw me walking through the hospital pushing my IV-pole, dripping bags, grizzly white beard sticking through bandages, tube up my nose. The little ones clung to their parents, stared at me with wide eyes, and glanced back to make sure I wasn’t following them. My wife, Kim, laughed when she saw this. “The little dudes,” she said. “They think you’re really scary.”

With very little evidence other than my own harrowing experience, I have come to the conclusion that cancer stories follow a well-worn pattern of disbelief, denial, acceptance, treatment, and so on, depending on the final outcome, and they’re usually not funny. Not that cancer comedy hasn’t been tried. In 2011, a movie based on a true cancer story was about “finding humor in unlikely places” with a “stoner twist.” I avoided seeing that movie for the same reasons I avoid books about cancer, and skimming the plot synopsis just confirmed my decision.

So why read this book? Because it’s a comedy of course. It’s damn funny. A hilarious, best-in-the-world joke. You’re going to fall on the floor laughing. Where’s my lampshade?

Why did I change my number to Eight Billion? Because sometime after having counted up to two hundred for what felt like two hundred times, I blurted out in the long narrow hallway, “Screw the damn steps!” My speech was muffled because of the tight bandages, and because I was choking back thick, proliferating thrush-crud. I’m sure that when the janitor looked at me and smiled, he’d heard only unintelligible garble.

So I abandoned my original number and chose eight because it’s my favorite number. Turned on its side, it’s the symbol for infinity, and if you let your mind go there, infinity looks a lot like hell. A “billion” because a “million” isn’t what it used to be, and it’s also a movie reference and everything is always a reference to something else because there is “nothing new under the sun,” which is, if you think about it and read the entire bible passage, particularly depressing. Reminds me of a Beatles song lyric, “nothings going to change my world.”

Even now, writing this paragraph in a respite between my third surgery and radiation, I haven’t found myself wanting to read any books about cancer. Even Lance Armstrong’s It’s Not About the Bike. I tried. But his early discussion about all those who died and his musings about why he was spared put my mind in a bad place. I would have preferred reading about the bike. Or more about his drugs, “recovering” his way to all those Tour de France titles. I want some of those drugs. Only to cheat death of course. Not win a bicycle race.

Maybe I am changing; maybe I will find the courage to read cancer tales someday. But is it even a matter of courage? Or just my way of dealing with it? Avoidance is not the same as denial. Avoiding details about my treatment is a technique.

I deny that my avoidance is denial!

At least let’s make a distinction between the two. And accept that there is a place for denial as well. Denying cancer is a way to fight it. I may have it, but it stops here and now. It cannot exist; therefore, it will not. Of course, avoidance and denial have their limitations. So, my mental gymnastics involved acceptance, followed by avoidance and denial, followed by acceptance, and so on.

I walk a tightrope, needing to know and not wanting to know. For example, one radiologist was going to give me his spiel about “what to expect” from high doses of radiation. I said, “No thanks.” I already knew it wasn’t going to be fun, that it was, in fact, going to be downright awful. No sense dwelling on the particulars. Instead, I thought, I am going to have as much fun as possible learning to swallow prior to radiation so that I can lose that function during radiation and relearn it after. It is that sort of convoluted logic that sustains me. Only the essential information please. Half hour or so five days a week, ten minutes of actual radiation time. That’s it. Don’t want to know about the skin burns, the scorched throat, muscles turning rubbery, like chicken too long in the microwave... see? Who wants to think about that?

Survivor stories are great but spare me the horrific details. Don’t even use the word “horrific.” Fortunately, I have a brilliant wife who saved my life, researching all the ghastly details, allowing me to focus on the positive and compartmentalize my terror to doctor visits and surgery.

In an April 12, 2012 email to family and close friends, I think I was clear enough in my request for help. I needed them to believe, to tell me I was going to be “just fine.” I updated them about my “situation,” telling them that after lots of travel, research, and consternation, my wife Kim and I decided we would move to Houston for about three months, that we would have surgery and radiation at MD Anderson.

A few days later, everything changed dramatically. I actually used the word “dramatic” in a text message. It’s the only time that I can recall ever using that word and meaning it. Dramatic!

My descriptions of what happened are going to be false. But in essence they are true. It’s just impossible for me to give a wholly accurate description. And a lot will be second hand info. I’ll do my best, though. And Kim has her own story. If she ever chooses to write it, I’m sure it will be “interesting” especially compared to my account.

Generally this book is being written in 2012, many drafts written during the process, and during recovery. Right now it’s May 22. However, on May 24, I will have another surgery, and it will knock me on my ass, and I will become a little down about the whole thing. And I will get a text message from my friend Julie, “You’ll be fine Jeff:)”
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Chapter One – Life is Good!

I ran two miles in the morning, hiked five miles, and biked seven in the evening. In between, I mowed the lawn, cleaned the kitchen, made love with my wife, and wrote a short story. Not every day of course and I confess to hyperbole, but you get the idea. Even though I complained about real and imaginary aches and pains, at 58 I was in great shape, and was eating healthily, more or less vegetarian, with lots of natural micro-nutrients. I waded clear Missouri Ozark streams casting my fly rod into deep pools and catching brilliant multicolored sunfish and gloriously aggressive smallmouth bass. After admiring my catch, I released the fish back into the cool current. Occasionally, I’d sit on the stream bank and smoke a cigar. Sometimes, while fishing with my brothers, I drank too much. My brother Jim called it “over-beverage-ing.”

Of course, it wasn’t all good. My childhood dream of making a “living” by writing fiction had disintegrated. At some point, our dreams become delusions and we set new expectations for ourselves. However, because I had lots of “close calls” with big publishing houses, I held onto my dreams far too long, far past the point when I should have given up and pursued professorship or shifted to selling books or lampshades or classy underwear. Or I could have been a financier! Then I’d be loaded with money and happiness and... would that have prevented my cancer?

In the early 1980’s Scribners responded to my first novel: “Many moments are beautiful, witty, and surprising, and I was beguiled by many aspects of Roobala.” I didn’t pin all my hopes on one novel of course. But I never gave up on Roobala. In 2011, I completed the last of twenty rewrites of Roobala Take Me Home a first and forever masterpiece (even if only in my own mind).

Mercifully, however, I lost faith, even though I’ve won awards (hasn’t everyone), was nominated for a Pushcart Prize (apparently not as weighty as it once was), and Where the River Splits was published by a small company that succumbed to the Great Recession just as the novel received an exceptional review in the St. Louis Post-Dispatch. I’d also published poetry, short stories, and articles. But measured against the time, ink and paper, and rejections, my so-called accomplishments were the equivalent of dying at the base of a glacier, still 10,000 feet from the summit, leaving me teaching English Composition at a technical college, and getting paid part-time wages for full-time work. After some angst, in which I felt like an actor in a tacky “tortured artist” movie, I accepted my fate. My “writing career,” such as it was, sucked. But, by God, I was healthy! Oh, I’d still write of course, but now armed with the knowledge that I’d made too many bad decisions based on delusions, I envisioned writing nonfiction with uplifting titles such as Confessions of a Failed Novelist.

Meanwhile, in the geologic milliseconds before the recession, Kim and I sent her sister Anne, and her husband John, a huge check, a short bridge loan into an abyss. John’s Denver spec house, which would have sold for two million, steadily became worthless, or at least less than he owed, and he owed us 65,000, a line-of-credit on our own home. Not to worry though because he was paying the interest on the loan. But as John lost one property after another, he stopped payments, and twenty years of sweat equity went flapping about in the wind. I could see the prayer flag on some distant mountaintop with the truism in bright red letters – never lend money to relatives.

Our 21 year old son, Sam, and 19 year old daughter, Sarah, were living at home and trying to figure out what to do with their lives, the former a landscaper, the latter a Barista at Starbucks. Eventually, they’ll want to go back to college. Like many of you, paying for college seems out of reach. What savings we have left depend on which way the financial wind blows, and it blows a lot.

My parents lived alone, independently, in Belleville, Illinois, almost an hour’s drive and, at 92 and 93, their health was becoming problematic. My Dad already had two hip replacements and one shattered hip repair, and my Mom was repeating herself, repeating herself after only a minute or two. Kim’s parents were 82 and 83. Her mom had spent a year in and out of hospitals near death only to miraculously stabilize. Her dad doesn’t see very well and her mom can’t remember much. On the way to one medical appointment, he blindly took the wheel while she told him where to turn. They got there eventually.

Kim was an outstanding elementary school teacher suffering the cruelty of a principal with narcissistic personality disorder. (Either that or she was a psychopath, but I always like to think the best of people). In 2007, while blaming Kim for disrupting the first-grade team, the principal grabbed her and screamed, “I’m your boss!” The teacher responsible for the chaos turned out to have severe mental disorders. In May 2011, the “boss” launched another twisted verbal attack, shifted blame, and wrote a false evaluation with impossible job targets. The teacher’s union helped amend the evaluation and the boss agreed based on the assumption that Kim was going to retire. 

We planned a trip to Hawaii. We had visited every other state. Including Alaska. So our island paradise waited for us.
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Chapter Two – A Bump, Not A Lump

Sometime in the Fall of 2011, a bump appeared on the right side of my neck, noticeable probably because I was eating more or less according to Joel Fuhrman’s Eat to Live and I had lost ten pounds, on purpose. I started fiddling with my bump, pushing on it, squeezing it. Curious, I thought, that it got bigger because of my fiddling. I put ice packs on it. That would fix it. My wife said, “Don’t worry about it, it’s probably just cancer.”

We all complain about minor health issues, but at times I’ve unnecessarily freaked out over them, making them worse. If you panic, minor health issues can subject you to surgery, occasionally at the hands of some hack. But I responded to this particular bump with astonishing aplomb. It didn’t hurt. Nothing seemed wrong. I had plenty of other things to worry about. This bump was nothing but a bump.

November 1, 2011 my son Sam and I went to our family doctor, Andrew Chao, for a routine office visit, and I offhandedly suggested that I had a bump on my neck. But I added quickly, “It’s always been there.” Always, I guess, is a relative term.

My “right side” always had problems. My one rotting wisdom tooth was on the right side, and a few years ago I had it removed. After it’s removal, I drooled. My wife and kids mocked me for slurping like a drooling old man, so I taught myself not to slurp or at least to hide it when I did. Then a crown on the molar wouldn’t stay on and eventually that tooth had to be removed. I asked both the oral surgeon and the dentist what the drool was all about. The dentist said that it was a reaction to the missing molar, and the oral surgeon said, “Beats the hell out of me.” Neither of them noticed that my tongue was crooked.

After my casual mention about the bump that had always been there, my son said, “I never noticed it before.”

Doctor Chao felt it and said, “I’ve never felt that before.”

And soon, November 8, 2011, I was getting an ultrasound at a shiny new hospital called Saint Clare in Fenton, about 10 minutes from our home. I was in and out promptly, no reason for alarm, nice place, and gee, what was the big deal really? It was sure to be nothing more that a cyst of some sort. Hardly noticeable. Didn’t hurt. Once confirmed benign, I could choose to have it removed or not.

Even with that sort of confidence, phone calls about test results are great fun, aren’t they? You see the caller ID. You instinctively know it’s the doctor even if you don’t recognize the number or it’s restricted. The surge of adrenaline starts before you answer. The jolt makes your day memorable. Likely, people have the same sort of jolt when told they’ve inherited a million dollars. This phone call was just the flip side. Someone tossed a coin, I called heads, and got the unfortunate tail.

Doctor Chao called while I was driving home from an errand, and told me, with some urgency, that I needed to see an “ear-nose-throat guy” because “we don’t know what it is.”

“But,” I said, “it’s nothing to worry about, right?”

He avoided agreeing with me by repeating “we don’t know what it is” and that I needed to see “an ear-nose-throat guy.” After my initial adrenaline surge, his ambiguous response didn’t bother me much. It was nothing. It didn’t hurt.

The next day, we got our Hawaii vacation confirmation for Poipu Beach, Koloa. We were going to Hawaii on the cheap, using credit card points for the flight, using my father-in-law’s time-share for the resort, and staying several days with my Aunt and cousins who live in Hilo. Planning the trip was a welcome distraction from my bump.

On November 17, I went to Saint Clare and the ENT guy Doctor Fredrick Pugliano. He was a geek, awkward with patients, standing as if always holding an imaginary clipboard, balding in the back, and an even voice with an erratic delivery. I sort of liked him, despite his habit of repeating my name “Mr. May.” Once I asked him to call me Jeff, but he said that because he was “so much younger,” he had trouble calling me by my first name. He couldn’t have been that much younger. I was only 58. Come on, this guy had to be in his forties.

While waiting for Doctor Fred and his assistant to stick a long biopsy needle into my neck, I told them about one doctor who had his finger fully up my rectum when he casually said, “So, have any other of your family members had prostate cancer?” I think the assistant laughed. Maybe Doctor Fred smiled and made a short “huh” noise. A good sign?

Doctor Fred slowly inserted the long the needle into my neck, surprisingly painless, and withdrew it, then placed the fluids on a slide and said, “Interesting.”

“Interesting?” I said.

In disturbing contrast to their previous reaction, they fell silent, staring at the sample, preparing it for testing, then the assistant suggested a follow-up visit for Tuesday, November 22.

I declined quickly. I’m not a numerologist, but I wanted to avoid November 22; it seemed weighted with too much historical and personal significance, the birth and death of my firstborn, events I wrote about in “The Wells Creek Route.” (The Pushcart recognition, while satisfying, didn’t make the initial experience any less painful.)

Doctor Fred was going out of town, a technique all doctors seem to use after serious office visits, never mind that it was Thanksgiving. But I was reasonable. I recognized that this guy just might have a family, although I didn’t see them sitting around a big table laughing about cancer. So the next appointment would have to be November 28, at which time I was to get another ultrasound, with contrast, requiring an IV.

I responded to this wait as anyone might, going about my life normally. With my bump. I put ice on it, but otherwise ignored it and slogged through Thanksgiving, driving to Belleville with mashed potatoes, green beans, and Turkey breast, taking the “moveable feast” to my parents. Then on to a large family gathering at Kim’s other sister’s, Beth Ketcher and her husband Brad.

And of course, we did what most teachers do on holidays – graded papers.

Monday the 28th I drove from my job at the technical college near downtown St. Louis, to Fenton, rushed in and got my ultrasound with contrast, waited for the results on CD, took the elevator upstairs, and arrived at the doctor’s office promptly, feeling good about my punctuality, and my responsible use of time.

Cheerily, I skipped into Doctor Fred’s office, with my CD which would show him the easy options, fully expecting to hear it was a benign bump. (“Benign bump” had the added advantage of being alliterative. I still have trouble with “cancer comedy.”) We could remove it, or just leave it alone. Peering through his glasses, standing near his office door, Doctor Fred said, “Mr. May, the lab report shows a low grade mucoepidermoid carcinoma.”

“Say what?”

“It’s extremely rare.”

He said something else but I’ll be damned if I know what it was. I recovered from the emotional blow and suddenly possessed laser-like focus. I asked pointed questions. Typical questions likely being repeated across the globe at this moment. “Yes,” Doctor Fred answered, “I trust the lab. No, no reason to take another biopsy.”

“This isn’t,” I said, “what I expected.”

“Me neither.”

But he must have been suspicious. When he said “interesting” that meant it was interesting for a reason, right? I’ve used “interesting” for all sorts of things. Like when I put a fishhook through my calf and had to sit down and start carving it out with a dull knife. Fortunately, my brother John waded up with his sharp knife and performed streamside surgery with alacrity. Or when my brother Jim and I were trying to get the window to my old Dodge Grand Caravan up, because the small electric motor wasn’t working, and he pulled with needle nose pliers while I pushed the up button and the window exploded in the door. That was interesting.

“What happens if I just leave it in?”

“Well Mr. May, you don’t want to go around with a cancerous lump in your neck. You will want to get it out.”

“So it’s low grade?”

“Yes.”

“And that’s better than high-grade?”

“Yes.”

“Great!” I said, “I’ll take low-grade!”

He remained humorless, leaning against the wall, arms across his chest, more verification of what I was up against. What sort of joke was this?

Sensing that I might ask another question, Doctor Fred eased open his office door and leaned out like a robot in a hurry. He’s a good guy. Just not too good on patient interaction. I asked for the pathology report and felt a little better reading “low-grade” in print. And even better when I read it was only “suspicious” of low-grade. Other things couldn’t be ruled out. Those other things weren’t necessarily cancer. Or at least I didn’t think they were as I read it over and over again.

Other neoplasms or reactive entities,

such as chronic sialoadenitis

with abundant metaplasia,

are not entirely excluded.

That didn’t sound like cancer to me. More like sixteenth century poetry. I had to read it repeatedly to make any sense of it. And my bump didn’t hurt, so it was nothing. Remember, I thought, to take what doctors say with a grain of salt, my life turning into a cancer cliché. As an English Composition instructor, the clichés were troubling.

I couldn’t think of anything else to say, and clearly the doctor and his staff were ready to go, so I left. I must have sounded shaky when I called Kim.

“Do you want me to come get you,” she asked.

I avoided researching mucoepidermoid carcinoma because I shared things in common with the nineteenth century writer Jerome K. Jerome. In the opening scene of his classic semi-autobiographical comic novel Three Men In A Boat, he is looking for a hay fever treatment and casually begins reading about other diseases. By the time he’s finished, he concludes that he has every disease on the list. “I had walked into that reading-room a happy healthy man. I crawled out a decrepit wreck.”

In the 21st century, symptoms, ailments, and treatments have expanded exponentially, and a few clicks online can elicit total body panic, usually in the middle of the night. Even when I try to avoid cyber induced illnesses, I’m confronted with TV ads reminding me that I pee too frequently or I should be getting more frequent and longer lasting erections. Doctors then dole out pharmaceutical samples, orders tests, and send me on my way more convinced than ever that my few remaining days on earth will be “quite miserable.” Are writers prone to this sort of panic?

Doctor Fred’s assistant suggested I schedule the surgery before the holidays, but when I called the official scheduler, the earliest available date was January 9, 2012. I was tempted to blow it all off as merely a doctor driven surgery, completely unnecessary for a simple little bump.

December was fun, finishing the semester, meeting with friends and family, drinking beer and peeing from the deck at night when Kim wasn’t looking, and ignoring my bump, now apparently a “lump,” as if it were going to be nothing more than cosmetic surgery. I was lucky to have a home that backed up to woods, lucky to have a family and friends. Life was good. The lump didn’t worry me at all. I absolutely knew that it was nothing. It didn’t hurt.

I felt pretty good about myself. I’d gotten over my troubled artist crisis. I’d accepted that I was a failure in areas where I’d set impossibly high standards. But I was more or less successful in being married and raising two kids who were kind, considerate, hard working, helpful, and articulate. And we had potential college money in savings and equity. Except the $65,000.

I was fine. I’d only be in the hospital overnight, and then I could go back to work. I’d miss only the first day of the semester. Go in, get the lump removed, and move on with my life, tackle all the problems, help Kim with her retirement, help the kids with finding themselves, write articles and book reviews. Maybe even try to promote my books. Had I paid closer attention to the details, I might have known that I was going to have a “neck dissection.” Based on the term alone, I might have known I couldn’t go back to work for a week. I’d been teaching at the technical college for over seven years and never missed a day. But as a contractual employee, I didn’t get sick days. If I didn’t show up, I didn’t get paid. But at least I had a job.
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​Chapter Three – Just A Little Neck Dissection
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Anyone who has had significant surgery knows that the surgery itself is not much to the patient. After all, we’re out cold. The anesthesia works great, much better than whiskey. On the other hand, sometimes whiskey will do. If I was sprawled in the sagebrush with a bullet in my neck and my grinning demented pal pulled out his big knife stained from gutting last night’s deer, I would gladly guzzle whiskey. However, if time travel were possible, I would eschew the past and embrace the future, hoping that medicine and technology would continue its advance, and tumors would be removed easily and painlessly by scientific magic. Not dirty knives.

When I emerged from the surgery haze, I was sitting in a barbershop like chair. Only in retrospect did it seem a little odd. Normally, I meditate while sitting, so that’s what I did, repeating my mantra and slipping off into a comforting calm self-awareness far from the reality of hospitals. Apparently, this set off alarms. And alarmed the attending nurses. They pumped me with oxygen. I heard my wife explain that I was probably just meditating. Once the oxygen forced me awake, I consciously remained in the reality of the moment. I didn’t want to startle anyone, and I did not like the beeping. Soon I was being wheeled back to my spacious, comfortable private room, designed by patients, nurses, doctors, and architects, complete with refrigerator, space for a wheelchair, couch for visitors. Nice pad if you were single.

Everything was fine. I had a drainage tube sticking out from my neck, but I didn’t feel too bad, and I ordered a fruit plate for dinner. No big deal.

Kim and my daughter Sarah chatted with me and everything was just fine, there was nothing wrong, the dissection went well. It would be a few days before we got the pathology report. I believed that Doctor Fred removed all the cancer and I was home free. Before leaving, Kim suggested I call Sam, let him know I was okay. He had avoided the hospital, and I didn’t blame him. At his age, I would have done the same thing.

“Hey buddy,” I said, “how’s it going?”

“Okay...”

“What?” I asked.

“Nothing, it’s just...”

“Just what?”

“Just that if it were me,” he said, “I’d want to know, that’s all.”

“Know what?”

“You need to know eventually. I don’t understand why you don’t just face up to it now.”

“Let me talk to your mother.”

Kim explained what I didn’t want to hear. She and Sarah had talked to Doctor Fred after the surgery. An awkward conversation in which Doctor Fred kept repeating that he couldn’t believe how big the tumor was, much bigger than he expected, and they had to take out the jugular vein because the tumor was wrapped around it. (Who knew we have more than one jugular?) And they needed to do more tests.

“I’m so sorry, honey, but you said you didn’t want to know.”

Apparently, I had already implemented my avoidance technique, and during December while I was so productively drinking beer and pissing from the deck, Kim researched mucoepidermoid carcinoma. Of course I had avoided using the “C” word. I used “tumor” freely, but saying the C-word was an acknowledgement that I was in deep trouble. I was, of course. But I wasn’t anywhere near ready to accept it. One afternoon while Kim was driving us home from one of what would be a gazillion trips to the pharmacy, I was on the phone with my brother Jim in Wyoming, using words such as “bump” and “thing” (of all things), and Kim suggested I tell him that I had cancer. I held my hand up, palm against her, and said, “Don’t say that word!” I was trying to control my destiny by avoiding the obvious reality. On the phone, Jim laughed, understanding the implications, because he was often besieged by signs and omens and knows the power of words.

I could hardly be upset with Kim for not telling me, for doing exactly what I wanted. In fact, I felt a twinge of guilt because it was a burden she would have to bear throughout the process, having to decide when and where to tell me things, and when to withhold information. She didn’t always get it right, but she came close to perfection, a skill I’m still trying to figure out. I am in awe of her. I don’t know how she did it.

Sam got back on the phone, and I told him that I wished he hadn’t said anything, explaining that not knowing would have allowed me at least one more evening, one more night, believing that everything would be okay. 

“Now I feel really bad,” he said.

What kind of jerk was I? I was laying guilt on him. “Don’t worry about it. You’re right. I would have to know eventually.”

“Do you want me to come over?”

“Sure, buddy, come over for awhile. I’d love to see you.”

Fifteen minutes later, he was sitting across from me as I lay in the hospital bed, struggling for some humor. “Nice place, huh.”

“Yeah,” he said.

“It’s like a hotel room.”

When he was a kid, as I tucked him in at night, I’d always ask, “Do you have any questions?” Mostly, he didn’t, but when he did, they were important questions.

“What to you think is going to happen?” he asked.

At a time when I needed to conjure up Yoda, or at least recall Zen and the Art of Motorcycle Maintenance, I responded with the worst case scenario, precisely what I wanted to avoid. I don’t know if it was the right response or not. Of course, if Sam ever reads this, he’ll likely have a different interpretation. But my logic seemed sound. I wanted him to acknowledge his emotions, thinking that like most young men, he bottles them up and eventually they’d take their toll.

“I think,” I said, “I’m going to suffer a slow and painful death.”

“Yeah,” he said, “me too.”

That did it. We hugged, and he cried. So I suppose my approach worked. Except that it ran counter to my coping strategy, and my words ring clear today, bubbling into my reality, annoying the hell out of me, having to subdue them, the expectation of suffering and death. I will have a full recovery! And, by the way, I will make it funny! (So far, my failure seems obvious.)

After Sam left, I lay in that hospital bed unwilling to sleep. It was the first time I’d spent the night in the hospital since I was four with pneumonia, under an oxygen tent, and a nurse gave me a plastic yellow race car, one of my earliest memories, along with seeing the movie One Hundred and One Dalmatians, a number, by the way, that pales next to my eight billion.

I sent a text message to Kim.

Sarah texted back, “Mom is getting some good sleep. Can you talk to me instead?”

“Tomorrow makes me sad.”

“Well that’s silly,” Sarah responded, “Why are you sad about tomorrow?”

I’ve lost my text message reply. It has disappeared into the electronic netherworld. Piecing together what happened is difficult, but without documentation, how is anyone supposed to get it even close to right? Our memories cloud things enough as it is. But I’m fairly sure I was sad because I knew I would have to face the harsh realities of what lie ahead, and what lie ahead was much worse than what I was thinking at the time.

In the morning, I climbed out of bed and paced around the room. I was finished with this hospital stay. I had a slash across my neck, a drainage tube leading to the pocket of my hospital gown and a squeeze-toy container filled with frothy pinkish fluids, which reminded me of “precious bodily fluids” from Stanley Kubrick’s Doctor Strangelove, a movie I’d seen at least six times and wanted to forget. I paced, not very stealthily, but like a zoo animal nonetheless. It was obvious that I no longer needed to be there, even though I was told that the “normal” stay after such a procedure is about three days.

I spent only one night in the hospital. I know that statement smacks of boasting, but I need to believe in my resiliency, strength, and resolve. It’s entirely likely that I was being a self-centered idiot, but when you’re trying to survive, it’s sometimes useful to be self-centered. (I’m not sure if it is ever useful to be an idiot.) Here’s a little more boasting: A day after surgery, on January 10, I sent lucid emails to my boss about returning to work. I can prove it because I still have the emails. And on January 15, we got another email about our Hawaii vacation. Before too long we would be strolling down a beach near Hilo with my cousins and my aunt, then flying to the resort on Kauai.

Within a week, I was running again. I felt fine. I sent a text message to a friend, “First run, no falls.” My strength was good. The tumor was so big it intimidated Doctor Fred, but I had convinced myself that he had gotten it all out and I was fine. Just fine. I felt good. Sure, the left side of my lip made my smile a bit crooked, and when I shaved, it felt strange because the nerves had been sliced and I knew that it would take some time before they regenerated. But I was getting there. Belief in a full recovery helps the neurotransmitters form new pathways. Nerves can regenerate even at 58. I went back to work teaching English Composition, and other than having to work a little harder at enunciating my words, no problem.
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​Chapter Four – Phone Calls from Doctor Fred
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Doctor Fred called me. If he is awkward in person, you can imagine what he was like on the phone. He said, “Mr. May, we need to schedule a PET scan for you.” After that, his abrupt silence was startling. I recovered enough to ask the obvious “why” question. “We need to find the primary source of the tumor.”

After a tortured conversation, I figured out that initially he thought the low-grade carcinoma was coming from a gland in the neck, but he didn’t find any cancerous salivary glands. Only the one lymph node wrapped around my jugular had the big C cells. In my limited understanding, lymph nodes are just filters of some sort, and rarely if ever, the source. Therefore, it had to be coming from somewhere else in my body. Probably in the head and neck area, but it could be, possibly, anywhere. Anywhere? Lung? Brain? Pancreas? If the pancreas, I was doomed. My mind raced. I wasn’t prepared for this phone call. However, I was not going on the Internet to study lymph nodes. I need only the information that I need to know. (Now I was Yoda sounding like.)

Doctor Fred wanted to schedule a follow-up appointment, and I suggested that there was “no need for that.” We’d get the PET scan and he could just call me with the results. “Well Mr. May,” he responded, “we’ll have a lot to talk about.”

What the hell did that mean? In the flurry of phone calls after talking to Doctor Fred, I called my brother Jim, and he reminded me that doctors don’t realize the impact of their words and “they say the strangest things.”

According to a happy-to-help cancer coordinator, the first available scan date would be in three weeks. Kim, surrounded by inquisitive third-graders, said that the three-week wait for a PET scan was unacceptable. “That’s all they had,” I said.

Despite the enormous pressure my wife felt trying to teach her little ones while under the scrutiny of a vindictive boss, she was cheerily insistent with a lackadaisical aide in Doctor Fred’s office, and rescheduled the scan for that Thursday, January 19.

While Kim, her sister Beth, and Sarah waited, a guy in jeans and knit shirt took me through hallways to where the PET scan truck had docked, connecting to Saint Clare hospital. I felt like an astronaut as we rode a hydraulic lift up to the control room where several technicians sat around monitors. The big PET machine looked like a capsule ready to be positioned on the rocket. Space awaited, but the idea of exploring my “final frontier” quickly lost its luster as I pondered the implications. I was ushered into a closet, and hooked to an IV, fluids flowing cold. I sat and waited, separated by a threadbare curtain from an older lady. At least she looked “older.” Maybe she’d merely had a hard life. In front of me was a lightened plastic photo of a waterfall (presumably on Earth). They placed a warm blanket over me and told me not to move, to sit still for forty-five minutes. That wasn’t too difficult, as I’ve meditated that long many times before, and astronauts are known for remaining cool under dire circumstances.

When the technicians came to get the “old” woman, I was roused by the curtain rattling, as if stepping out of a shower, and I watched her being led away to the big machine. I stared at the plastic waterfall for comfort. Nice waterfall, I thought, then drifted off again into my inner space.

A PET scan opening is much less claustrophobic than an MRI. And I liked the casual approach of the technician. I didn’t have to undress and put on a gown. All I needed to do was rid myself of metal and since I don’t wear metal, all I had to do was push down my belt buckle while lying on my back. They covered me with another warm blanket. And the painless relatively quiet whirring began. However, near the end of the scan, my nose itched, and I had to go to the bathroom. I didn’t have a spacesuit to pee in like Alan Shepard in his tiny capsule perched atop the Mercury-Redstone rocket.

But it was over soon enough and I was released to pee and scratch and tell everyone that it was a breeze really, nothing to it, that I
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