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Introduction


Some people say that comedy is tragedy plus time. I’m not sure I am a fan of this definition. I believe that comedy is looking at tragedy from a different point of view.

While this book deals with pain and loss, I have done my best to make it as lighthearted as possible. So, be forewarned. There are vivid descriptions of bodily functions that are necessary to honestly describe medical situations. In many ways it is “gross anatomy.” You will also find puns, hyperboles, litotes (look it up), jokes, sarcasm, snark, song lyrics and titles, metaphors, and other absurdities. As Mary Poppins once sang, “Just a spoonful of sugar helps the medicine go down…”

I wholeheartedly agree.

This book took nearly twenty-five years to write. And no, it’s not because I am a slow typist and a terribull spellar. The reason the book took so long to write is that it did not start out as a book. It started as letters to friends and family, letting them know what was happening with my diagnosis and treatment for my cancer in 2001. For those of you who are not as chronologically enhanced as I, letters were either handwritten or typed, put in an envelope, and mailed individually to people who you wanted to read them. Yes, this was the age before Mark Zuckerberg dropped Facebook onto our lap…tops.

I did not write this book to whine – well, maybe a little. OK, OK, there is some whining in the book, but I have tried to keep it to a minimum. The purpose of the book is to provide information about cancer detection and treatment, as well as to give the reader some helpful advice.

A sad fact of life is that we have all had cancer, are going to get cancer, or know someone who is suffering from this disease. My experience with serious illness dates back to the 80s and has been more or less continuous to the present day. It is this experience that has given me the impetus to share the knowledge that I have gained.

I am NOT a medical professional, nor have I ever played one on TV. All my medical knowledge has come from close to forty years of personal experience. I have had one near-fatal bout of sarcoidosis followed by four separate bouts of three different cancers. I have endured numerous hospitalizations, surgeries, quite a few weird medical procedures, chemotherapy, five courses of radiation treatment, and immunotherapy. This treatment has taken place at numerous medical institutions located in Iowa, Illinois, Maine, and Florida. You can think of me as the Rick Steves of cancer. Not being content to only be a patient, I worked as a volunteer for the American Cancer Society and facilitated a cancer support group at a local hospital.

Regardless of where I was treated, I have been told by many doctors that I am an “interesting case.” You do NOT want to be told by your doctor that you are an “interesting case.” Interesting for them means lots of tests and educated guesses as to what they should do to you next, and they can be so creative. An old Chinese curse is: “May you live in interesting times.” Trust me, you don’t want to be medically “interesting.” Humdrum is the way to go.

Most of the book was written as events unfolded. But there are a few early chapters that were written from memory. As I write this, I am seventy-eight years old, and my memory is still pretty good. Did I mention I’m seventy-eight years old and my memory is still pretty good?

Although the events are serious, I have tried to add humor wherever I can to keep the writing from being too boring or too technical. The last sections of the book are divided into advice for the patient and caregiver and final thoughts about medical care in the U.S.

Sadly, cancer kills approximately 608,000 Americans each year (this number is from 2022). Countless others are sickened and maimed by the disease and the treatments. BUT the treatments are getting gentler and more effective. Survival rates are going up, and nasty side effects are going down. Consequently, people are living better and longer lives. I am a shining example of this truth. So, there is reason for all of us to be hopeful.

I hope you find my story both informative and enjoyable. Or as enjoyable as a discussion about cancer can ever be. Hey, I gave it my best shot.


Sarcoidosis


1986-1990

Written in 2025

“It is nearly impossible to laugh and be scared at the same time, so choose the former.”

Captain Billy C

Although this book is primarily about cancer, I have recently discovered that severe cases of sarcoidosis are associated with the development of later cancers. Whether the cancer is caused by the sarcoidosis or the medication used to treat it or if there is some unknown common agent that causes sarcoidosis and cancer is still a mystery at this time.


1. Trouble Ahead


Sometimes, a bad thing can be a good thing in disguise. Or, in my case, it was still a bad thing, but also a good thing.

In the fall of 1986, I was driving my van on the way to a meeting when I was involved in a three-car accident. I lost consciousness and woke up in time to be stuffed into an ambulance and hustled to a local hospital. I had my head examined, not because of a suspected injury but because the doctor was given a petition signed by friends, family, and neighbors who were concerned that I had lost several of my marbles. I also had a chest X-ray. Finding no serious damage or broken bones, they sent me home, in spite of the petition.

I was sore, but convinced I was OK. However, the next day, I received a call from the hospital. Apparently, there was something wrong with my lungs that was not related to the accident. I was told I had one of four diseases and would need more testing to determine the winner. The contestants were: tuberculosis, lymphoma, sarcoidosis, and a fourth one that I forgot. It was probably some other dread disease like rickets or scurvy. Tuberculosis I’ve heard of, and I know it was a scourge many years ago. Wyatt Earp’s buddy Doc Holliday had it. Lymphoma I knew was a type of cancer. Sarcoidosis I had never heard of. At the time I knew that “osis” means “having the condition of.” I also knew that “oma” at the end of a word meant “growth.” This medical jargon did not sound good to me.

After consulting with my doctor, a pulmonologist, and my personal shaman and Amway representative, it was decided that the best course of action was to crack open a few ribs and take tissue samples from my lungs. I was not happy being treated like the main course at a Texas Roadhouse barbecue. So, for the first time I did something that will be repeated many times in this book: I called my brother, Tom. Tom, by the way, was a first-rate doctor at the University of Iowa. And after listening to me patiently, he said, “I think we can do better than that.” He made appointments for me at the University of Iowa in their pulmonary department. He said that if the disease was sarcoidosis, the University of Iowa was doing research on that very disease, and they had some of the foremost experts in the world on their staff. He also mentioned, “If it turns out to be something else,” the university had an outstanding oncology department as well as other pulmonary experts. So, leaving my home in the western suburbs of Chicago, I drove the four hours to Iowa City, IA.

I spent the night at my brother’s house and the next morning we drove to the university. I was given lung function tests, which, if you are competitive, are kind of fun. They had me suck in as much air as I could and blow it out as completely as I could. Speed did not matter. In the meantime, a technician would be yelling at me “More, more, more…!” I blew out so completely that little stars appeared in my eyes, and I felt like my chest was going to be turned inside out. My breathing coach put his hand on my shoulder and said, “That was pretty good. Now empty your lungs more completely.” They had meters and gauges that marked everything and after five “blow completely” efforts, they were satisfied with phase one.

I was then given a breathing tube, which kind of looked like a vacuum cleaner hose, and told to take as deep a breath as I could with my helpful coach yelling, “More, more, more…! Now, blast it out as hard and fast as you can.” More measurements were taken. The technician laughingly pointed out that what I was sucking into my lungs was carbon monoxide and they were going to test my blood to see how much of the gas I absorbed. While carbon monoxide is very dangerous, this dose was way too small to turn my cheeks red or escort me “gently into that good night.”

Now, I have had blood tests before, so I was not particularly concerned. I offered up my arm. They smiled and said, “You wish.” Apparently, I needed a “blood gas” test which is only done through your artery which meant they held down my wrist and jabbed a needle into the side of the wrist, right where you would take someone’s pulse, hoping to pin the artery up against the wrist bone to draw blood. This hurts enough to bring a tear to your eye. Sticking a needle in your wrist is bad enough. But apparently, my arteries were hard to find so I was stabbed more than once. They also moved the needle around inside the wrist, hoping to snag the artery which was doing its best to hide. I was a grown man and macho, at least by my own overly generous standards, however I must reluctantly confess, tears did roll down my cheeks. But the fun did not stop there.

Later that day, I met Dr. Z, who told me that cracking open my chest was much too primitive, and they had a much better way of getting a biopsy of my lungs. I would have a bronchoscopy. Having no idea what this meant, he explained that they would place a big tube in my throat and then send down a smaller tube inside the big tube, kind of like a turducken. The smaller tube would be flexible with a light and several other attachments on its tip. Now I was really concerned. But it still sounded better than having my chest opened up. So, after I signed the necessary paperwork, I was instructed to put on the ever-so-modest hospital gown and was ushered into a small procedure room. It was not as elaborate as a full operating room, but there were several people wearing masks gathered around my prone body. I was told that I would be awake for the entire procedure. Yay!!

As I lay back and opened my mouth, people began sticking large Q-Tips down my throat with some sort of goo on the end of them which was smeared in very specific areas. When they finally got their fingers out of my mouth, I asked, “What was all that?” They said they were putting numbing agents on the nerve endings that controlled my gag reflex so that I would not gag or choke during the procedure. I ask if it was lidocaine and I was told, “Well, yes, and cocaine.” As Eric Clapton sang, “I was riding that train, high on cocaine.” For the most curious of my readers, “No, I did not get high, and no, it was not fun…damn!”

After waiting a few minutes, they showed me a snorkel. You know, the type you use to explore reefs and look at the denizens of the deep. They told me I was going to swallow this snorkel backwards so that the long tube went down first, followed by the curved part. At the end was the mouthpiece that I was to grip with my teeth. In reality, I didn’t swallow anything. They shoved it down my throat. Seeing that the tube went through my vocal cords, I could no longer talk. They then began shoving a black flexible tube with a light at the end of it down my throat. For my electrician readers, it kind of looked like BX cable (flexible conduit) that was used in old house wiring.

They looked through the eyepiece at the end of the scope and used knobs to guide the scope left or right, forward or back. In this way they could manipulate the “looky-loo” down one lung and then the other. After a while they pulled it out, put some attachments on it and ran it down my throat again. This time, they pinched out little areas of my lungs that they would examine under a microscope to definitively decide what was wrong with me…as if. They pulled out the tube and attached a small little hose to it and squirted water into different areas of my lungs and then Hoovered the water back out. This part of the procedure did not take that long – perhaps thirty minutes. And, luckily for me, it was not particularly painful. It did make me cough a lot and my throat and lungs were irritated for the next few days.

But they weren’t done yet. In an attempt to drown me, they flushed more water down my lungs, sucked it out into a clear glass container, and put a lid on it. Dr. Z grabbed the container and left the room through an adjoining door to a room where, apparently, another patient was undergoing the same procedure. He held up the beaker of my lung fluid and yelled at the patient, “This is what the fluid in your lungs is supposed to look like. Not this dirty brown liquid that I pulled from your lungs. You’ve got to quit smoking. Just look at the difference between these two.” With that, he came back into my room. Wow! I had just been used as a good example. Who would have thought?

A day or two later, I got the results of my tests. I had sarcoidosis. Not cancer nor TB. Not even scurvy. At first, I was relieved. But then I realized I had no idea what that meant. I was told that sarcoid is a granuloma disease, which means it forms granules in my lungs. I also learned it was frequently called “the Great Pretender” because it mimics other diseases and is, therefore, hard to diagnose. While it is primarily a lung disease or a skin disease, sarcoid can attack other areas of your body. Basically, it can show up anywhere. They informed me that it was an autoimmune disease. I thought this was ironic because it was discovered because of an “auto” accident.

I was told that the disease was most prevalent in Black women. Knowing that, I was sure there would be a lot of money invested in research. I mean, after all, Black people and women have always been a top priority in medical research. Yeah, right! Seeing that the University of Iowa was the hospital doing most of the research on sarcoid, it only made sense to continue seeing the experts there. Treatment would consist mostly of periodic lung function tests, X-rays, and bronchoscopies.

I was further informed that sarcoid, in general, was a “ho hum” disease and it should not impact me in any meaningful way. They were very, very wrong. As Eric Clapton continued to sing the next line of his song, there would be “trouble ahead.”
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2. Take Another Piece of My Heart


(Janis Joplin)

I don’t remember exactly when my troubles started. That’s probably because there was no exact date. I remember feeling more tired than usual, having less energy, and certainly less stamina. I also noticed that my heart did not have its usual metronome-like regularity. It seemed to be coughing and sputtering like an old Model-T that needed a tune-up. It eventually got so erratic that one out of every four beats was bad. I could feel it in my wrist when I checked my own pulse, and I could feel it in my chest. Although I am not a cardiologist, I instinctively knew that this was not a good thing.

When I went back to the University of Iowa for a check-up, they noticed several things had changed. My heart WAS beating irregularly. It showed a lot of PVCs (pre-ventricular contractions) and some PACs (premature atrial contractions). And my regular blood test (not the “stab in the wrist type”) showed my liver functions were a disorganized mess, much like a teenaged boy’s bedroom. Sarcoid was suspected and it was decided I needed a lot more medical testing.

I was eventually hospitalized and got to experience new and exciting medical procedures. Up first was a liver biopsy. This is a test where they stick a knitting needle into your side to stab your liver. It did not hurt too much, but it was not all sunshine and roses either. Sure enough, sarcoid had invaded my liver.

The cardiologist decided I needed a heart biopsy. I said, “Wait a minute, are you guys going to stab me in the chest with that knitting needle?” They said, “Of course not, silly. We’re going to stab you in the groin and run a flexible tube from your groin into your heart and pluck little pieces out of it.” They mentioned that I would be awake during the procedure. I was way more relaxed then!

The procedure sort of went well. There were no medical complications, however they gave me medication to make me more relaxed. It worked very well. While I was not asleep, I felt as if I was euphorically drunk. In the middle of the procedure, I began to sing…offkey…Janis Joplin’s “Take another little piece of my heart now baby. You know you’ve got it, if it makes you feel good.” Apparently, it was not karaoke night in the operating room and the medical staff did not appreciate my off-key rendering of a classic rock tune. But being polite medical professionals, they did not tell me to shut up. Rather, they dropped a towel over my face to drop a not-so-subtle hint for me to be quiet. Damn music critics! They couldn’t recognize talent when they heard it!

Yes, sarcoid had invaded my lungs, my liver, and my heart. It wasn’t quite everywhere. I did not have any skin lesions, nor did it infect my eyes. But I was told it could have. I was put on a regimen of high dose steroids (60 mg of prednisone per day). The hope was that the prednisone would reduce inflammation caused by the sarcoid and, with a little luck, my liver and my heart would function more normally.

On my next visit to the University of Iowa, the doctors were even more concerned about my heart. I was told that my ejection fraction was down to thirty-seven percent, when it should be somewhere between fifty-five and seventy percent. The ejection fraction is a measurement of how much blood is pumped out each time your heart beats. They theorized that my heart walls were stiffening up due to the sarcoid and that the disease was also throwing off the conductivity of my heart causing the PVCs and PACs. They were quite concerned. The words “heart transplant” were briefly murmured. But I was told we weren’t quite there, yet. They assured me that there were more tests they wanted to do and there were more things they could try. I remember being told by one of my doctors that they were the people writing the book on sarcoid. I felt relieved, until he said, “Unfortunately, you are chapter one.”

The doctors were so concerned that they admitted me to the hospital. They ordered another bronchoscopy, an electro-physiology study, another liver biopsy, more lung functions tests, and…my favorite…a blood gas test. I did not sleep that night. Was it because of the steroids? Was it the constant noise outside my hospital room? Or was it because of the worry? My guess is, “yes.”

Before the electro-physiology study (EPS), I met with my new cardiologist. He explained that they would be taking control of my heart and seeing if they could cause very bad rhythms. The cardiologist said the test would take several hours and was scheduled for the following day. He then casually mentioned, “Oh, by the way, your heart may stop.” He then chuckled at the shocked look on my face and said, “Don’t worry. You pass out, we bring you right back. It’s no big deal.” Easy for him to say.

After the cardiologist consult, I was then sent down to a lab for yet another liver biopsy. To this day, I don’t believe the doctor performing the biopsy read my chart. I filled out a form that asked a lot of questions about my drinking and smoking habits. I didn’t smoke and I said that I was a social drinker. To me, that meant I never drank alone, but I would enjoy a beer or three with friends watching a ball game or sharing a pizza. He looked at that form and asked a rhetorical question in a sarcastic voice, “Social drinker, like what does that mean?” I was never given a chance to explain. I believe he thought I was an alcoholic who had damaged my liver, and the test was to verify this premise. And while the first liver test was mildly uncomfortable, this one was excruciating. If I’m correct about his beliefs about my supposed alcoholism, perhaps he thought by causing me intense pain he would discourage my future drinking. When I couldn’t take it anymore, I yelled at him, “Stop the *%@#ing test. We’re done here.” After I was bandaged up, I never saw him again. Which was probably best for both of us.

The following day I was wheeled in for my EPS. The room didn’t look like any operating room I had ever seen. One wall was filled with dials, gauges, and wires. I’m sure if they did the test now, it would be done with a simple laptop. But this was the 80s, baby! It was all analog! They cut open my femoral artery in my groin, but instead of running a tube into my heart, they ran several wires. They had a big x-ray machine over my chest so they could place the wires right where they wanted them. They then began to play. They treated my heart like a Lionel train. It sped up, it slowed down, it beat funny. I would describe the word funny in more detail, but for me it was pretty indescribable. It was kind of like being in a disco with a warped record playing.

The test was very disconcerting and went on for hours. There were three young, male doctors and a stunningly beautiful nurse. Ordinarily, I would not describe the physical appearance of the nurse, but it became significant.

Perhaps I should start by describing my physical position. I was flat on my back, and my nether regions were completely exposed. There was a slice in my groin with wires in my artery running up to my heart. My arms and hands had to stay above my waist because everything below my waist was a sterile field. And after a couple of hours, I had to pee. I asked the nurse how much longer the test would take, and I was told it would be another hour. I couldn’t hold my bladder for another hour, and I was worried that I was going to pee all over the open wound in my groin. This would not be a good thing. The nurse said, “Don’t worry. I’ll get a urinal for you.” The term “urinal” has several meanings. It can be the big porcelain apparatus attached to the wall that men pee in at public restrooms. But thankfully the type she meant was a wide-mouthed plastic bottle. She brought it out and I went to reach for it. She said, “No, you can’t put your hands below your waist.” She said she would help me. Although I was under fluorescent lights, I’m sure my face turned red. She had me spread my legs further apart, grabbed my “member,” and stuffed it in the opening. It promptly fell out. Hey, it was cold in that room! Realizing there was a problem, she decided the best solution, pardon the pun, was to hold my penis in the mouth of the urinal. She cheerfully said, “You can pee now.” The three male doctors had stopped working and were waiting for me to “go potty.”

I believe the term is a “shy bladder.” I really had to pee, but I couldn’t. There was a beautiful woman holding my manhood, while three other males looked on and waited impatiently. I murmured, “I can’t do this.” The three male doctors then jumped into action in a ridiculous attempt to help. One of them started running water in the sink that was in the room. Doctor #1 said, “You’re from Chicago. Have you ever seen Lake Michigan? What a giant puddle.” The other one chimed in, “How about the Chicago River? It really flows.” The third one helpfully added, “What about Buckingham Fountain? All that water spurting up.” We all began to laugh, and I began to pee. And I peed, and I peed, and I peed. When I said I was done, the helpful nurse shook my shrunken schlong. Which, after all, was the polite thing to do. The next thing she did was completely unnecessary. She held up the urinal for everybody to see and exclaimed proudly, “Look, he really did have to go!” They all acknowledged my accomplishment. It had been a long time since someone applauded my potty.

I was in the hospital for several more days while more tests were given. At the time, I was fairly heavy, and the doctors hoped I would lose weight. They did not put me on a diet but rather relied on absolutely horrible hospital food to accomplish their goal. Now I’ve had bad hospital food in the past, but this stuff should have been banned by the Geneva Convention. I swear some of it walked off my plate and committed suicide by jumping into the garbage can. Both my sister-in-law and my girlfriend, future wife Jenni, decided to take pity on me. Every time they visited, they brought me more and more homemade food like lasagna, lamb, and lobster. But the highlight was a huge piece of triple chocolate cake that my sister-in-law baked. So, rather than losing weight, I managed to gain it. The doctors, not knowing about my personal “meals on wheels,” could not figure out how or why I gained weight on their hospital food. This had not happened to any patient in the history of the University of Iowa. I’m in their record book!

The other test of note was another bronchoscopy. It was interesting because I’m a born tourist and I said I wanted to see the inside of my lungs. Nowadays they use a small TV camera, and the information is displayed on a television screen. But in those analog days, they were using an old-fashioned glass eyepiece, similar to the back end of a microscope or a telescope. They told me they could accommodate my wishes by attaching a “teaching scope.” This meant there was a second eyepiece, and I would be able to watch the procedure myself. I thought this was way cool. I actually got to see the inside of my left lung. The doctor would not let me use the manipulating dials because I would probably punch a hole in myself. But I did get to watch as the scope moved in and out of different areas. The scope had a very narrow field of vision, and the view was magnified. So, while the scope slowly moved a few inches, it looked like it was moving hundreds of miles per hour. I could see pink tunnels, and it felt like I was flying in one of the x-fighters in the Star Wars movies. Little things flew past me at breathtaking speed. But then, I started to cough. It looked like my lungs were starting to ripple and the ripple moved from deep in my lungs upward past the scope. It is the first and only time I have seen a cough before I felt it or heard it. Like I said, way cool!

There was a conference before I was discharged from the hospital. The lung function tests had shown that my lungs, in spite of the sarcoid, were functioning fairly well. My liver was still so-so. Then they went on to my heart. They said that although my heartbeat was very erratic, the arrhythmia did not seem to be dangerous. However, the ejection fraction was so low that they were concerned. They decided to up my medication and add a weekly oral chemotherapy medication called methotrexate to the daily dose of prednisone.

Methotrexate was a fairly powerful drug that had a lifetime maximum dose. What that means is that for as long as you live you can only take so much of this medication. They told me there would be side effects, particularly from the prednisone. I would probably gain weight, become moody, crabby, angry, and probably not sleep well. Intellectually, I understood all of it. But I was not prepared for the scope and depth of the side effects. They literally changed who I was.
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3. “An Interesting Case”


The changes in my life came gradually at first. But like a snowball going downhill, they gained size and momentum.

There were many trips to Iowa City as the doctors tried to figure out the best way to treat my sarcoid. They settled on prednisone, but when that didn’t work, they added a drug called Cytoxan. This was an oral chemotherapy drug. Unfortunately, the disease kept progressing. While keeping the steroids, they sent Cytoxan back to the minor leagues and called up a different oral chemotherapy – methotrexate. In the meantime, every time I went to the University of Iowa, I was told I had an “interesting case.”

The University of Iowa Hospital is a teaching hospital. That’s where they make brand new doctors. In fact, it was the largest teaching hospital in the country at the time. It may still be, but I’m too lazy to check. Doctors in training were told to look at my medical history because it was “interesting.” I became a cross between a medical celebrity and a medical oddity. In fact, one of my doctors complained that he had trouble keeping tabs on my medical chart and treatment plan because other doctors were constantly checking it out to study it themselves. I was told there were many meetings amongst the staff to discuss my case. I never knew whether to be flattered, insulted, or terrified.

At first being on steroids was kind of fun. I felt pretty good: lots of energy and I needed less sleep. But as time went on, that “more energy” feeling morphed into an inability to relax and sit still. Getting by with less sleep evolved into an inability to sleep. And being in a good mood transitioned into being crabby and angry.

Crabby and angry may sound very similar, but they are different. When I was crabby, every little thing irritated me. If the sun was out, it was too bright. If it was cloudy, it was depressing. If my girlfriend smiled at me, What the hell does she want? If the doorbell rang, Who’s coming to darken my doorway? If my boss asked me to do something, Who does he think he is? I had trouble picking out my clothes. Nothing looked right. This is how every day went for over a year. And, as the infomercial says, “But wait, there’s more!”

I became angry. I would yell, slam things onto counters or tables, and be verbally abusive to people I loved and cared about. I would hear myself and feel embarrassed and remorseful but be totally incapable of stopping. My anger showed up every time I drove my car. Every trip to the grocery store was a serious flirtation with “road rage.” Driving became a competitive sport, and every other driver was an enemy that was out to get me. My expressive middle fingers became stronger, just because of constant use. I became adept at flipping people off with either hand or, at times, both hands. I was not signaling to people that they were “number one.” If I was alone in the car, and even sometimes when I wasn’t, four-letter words would be strung together in long, creative, and anatomically improbable rants. I felt that any time someone cut in front of me, or any time a light turned red, it was done on purpose. Somehow, all of these people, and even the traffic lights, were conspiring against me. As I said earlier, I was aware of all of this, but I couldn’t stop. I was able to keep myself from being violent, most of the time, but just barely.

One incident involved an annoying neighbor who irritated me long before I was ever on medication. I did not feel special. He irritated everybody. But one day he went too far and started yelling and screaming at me. This was not all that unusual for him, but perhaps because of my ever-increasing “roid rage” it was a “bridge too far.” He lit my fuse, and I exploded. I remember jabbing my finger painfully into his chest repeatedly and screaming into his face: “You know what I do for a living? I’m a f*#@ing therapist. And I can cure you. But it will take all your f*#@ing money and all your f*#@ing time you miserable, little, f*#@ing worm!” Perhaps my rage was so intense, my cursing became repetitive, and my creative use of profanity was thwarted by my Shakespearian, tempestuous wrath. My girlfriend, Jenni, intervened and pulled me away. I was just getting wound up and I am pretty sure violence would have ensued. But she stopped me, and the neighbor, realizing he may have “spoke too quickly,” began backpedaling and apologizing. Other people present began to smirk and laugh quietly. As I said, nobody cared for this neighbor.

Under normal circumstances, I would have ignored the neighbor as I had for the past three years. On the bright side, he never yelled at me again. On the dark side, this gave me the subtle message that anger was good. There were other incidents, but I see no point in describing them. Every day I had to work very hard to calm myself down. It was exhausting.

I’m Italian. I love to touch people. I love to hug. I love other people to touch me. For my Italian cohorts and me, it is a sign of affection or closeness. In many ways, our family gatherings look like a “love-in” from 1969 Haight-Ashbury scene in San Francisco. But as time went on, I could not stand to be touched. A warm friendly hug or a pat on the shoulder would be extremely irritating. These feelings were the complete opposite of my previous forty years.

Both my anxiety and my depression increased. I couldn’t sleep most nights. And when I did manage to sleep, nightmares were my bedtime companion.

My appetite increased. I was always seeking food. Was it because I was extra hungry, or was I looking for the food to calm me down? Probably both. I felt like a grouchy bear waking up after a long winter’s hibernation. It would have been a foolish idea to stand between me and a pizza.

There was, however, one good side effect. I would love to be able to sing. Well, that’s not entirely correct. I can sing. But I would love to be able to sing on key. Normally, I can carry a tune for a bar or two (that’s a musical term, not a geographical location). But then, the written notes and my voice disagree as to which way to go next. As my efforts continue, they grow further and further apart until the song that I’m singing bears no resemblance whatsoever to the composer’s intent. Listening to me sing is painful for everyone around. Now, Jenni is a good singer. She was actually in the choir in high school and acted in several musicals. She bore witness to many of my musical atrocities. But, on high-dose steroids, with methotrexate as a sidekick, not only would I burst into song at the slightest provocation, I could actually carry a tune. My life was becoming a musical. Jenni said that my voice wasn’t half bad. No one in my life has ever uttered words of praise like this. I mentioned it to the doctors. They had no idea why. Sadly, when my drug use ended, so did the dream of becoming the next Luciano Pavarotti.

Methotrexate is a chemotherapy pill that you take only once a week. The doctor said it did not have many serious side effects, but for me, it caused nightmares. I had to take the pill on Saturday night before bed so I could spend Sunday recovering from the especially vivid, horrific nightmares and hangover-type symptoms. I hated this drug. But I hated the thought of what might happen if I didn’t take it, more. When I spoke to my doctors about the nightmares, they said that methotrexate does not have this effect. But my nightmares were especially intense on Saturday night. Therefore, I am positive it did. Perhaps I’m the only one. Doctors call this effect “idiosyncratic.” To sum it up, I had an “idiopathic” (no known cause) disease treated with a drug that caused an “idiosyncratic” (not seen in other patients) side effect. I guess I was becoming part of the “idiocracy.”

During this time, I made many visits to the University of Iowa for more and more tests which caused me to miss more and more time at work. It was also during this time that my mental health deteriorated even further. I was always on edge. The sleeplessness was causing both mental and physical deterioration. Work issues began to pile up. One afternoon I was talking to a subordinate, and I realized I was not making any sense whatsoever. The person I was talking to looked at me with both fear and confusion. I went back to my office, closed the door, and cried.

Fortunately, my workplace had a very generous medical leave policy, so I was able to take months off. But my reputation was severely damaged. Some coworkers felt that I used my brother and the University of Iowa to “game the system.” In their defense, physically, I looked fine, so nobody could believe how sick I really was. I was even accused of this by the HR director, who threatened to send me to another hospital to re-run all of the tests. I defensively replied, “Fine. Do it.” He relented, but I don’t think he ever really believed me. And while the sarcoid is gone, some of the hurt and anger remain.

Eventually, I reached my lifetime dose of methotrexate. I was told if I continued taking it, I risked severe and permanent liver damage. So, after many months, the methotrexate was stopped, and the dosage of prednisone was gradually tapered off. I slowly started to return to myself. Fortunately, the sarcoid went into remission. And although it has left scars on my lungs, heart, and probably my liver, it has not reared its ugly, venomous head again.

*     *     *

Since that time, I have learned several things about sarcoidosis that I did not know at the time, probably because I was chapter one of the book being written.

1.   Sarcoidosis is present in all countries throughout the world.

2.   Sarcoidosis has a five to eight percent mortality rate. Cardiac involved sarcoidosis has a higher rate of ten to fifteen percent. In comparison, currently COVID has a one percent mortality rate.

3.   The mortality rate for cardiac involved sarcoid in the 1980s was approximately thirty-five percent. Hopefully, what doctors learned from treating me is helping other people.

4.   The disease is most common in northern Europe, particularly Sweden and Iceland. It is seen in sixty per 100,000 people in those countries.

5.   The rate of infection in the US is 10.9 per 100,000 people, if you are white. However, the rate for African Americans is 35.5 per 100,000 people.

6.   Navy personnel, particularly those involved with cleaning ships, have a higher incidence. Educators, firefighters, military personnel, law enforcement and healthcare personnel are also at higher risk.

7.   There is a higher incidence of cancer in people who have had sarcoidosis.

Item number seven is obviously important to me. The literature does not specify a cause-and-effect relationship. It only indicates a correlation. In my example, it is unknown whether a weak immune system allowed me to get sarcoid and allowed me to get cancer. Or did the sarcoid, because of some unknown mechanism, cause my cancer? Or did the drugs that they gave me to treat sarcoid damage my immune system to the point where I became more vulnerable to cancer? Or did an unknown environmental factor cause both the sarcoid and the cancer?

What it boils down to is, was it me, was it the sarcoid, was it the drugs, or was it the environment? Nobody knows and, probably, nobody will ever know. But it is clear to me that sarcoidosis changed my life and the ensuing cancers, even if they don’t kill me, will plague me to the end. In some ways, my adventures with sarcoid were a dress rehearsal for what was to come.


Head/Neck Cancer


2001-2003

From Letters to Family and Friends

“Cancer did not bring me to my knees, it brought me to my feet.”

Michael Douglas


4. Russian Roulette


8/6/01

Dear Family and Friends,

There is one good thing that has come from my recent diagnosis of cancer and that is the heart-felt words of encouragement, prayers, kind thoughts, and love that you have expressed towards me. I do not know what I would have done without all of your support, and I thank you all from the bottom of my heart. Below is a more detailed description of all of the medical aspects of this disease. It should be read only by those people who are fascinated with science or just plain curious. I have learned more about this disease than I ever wanted to know. So, read on if you want, or just stop here and know that I am grateful for your support.

I was diagnosed with head/neck cancer at the end of May. The news was both shocking and depressing. The internet said that the survival rate for this type of cancer was about 35%, which is like playing Russian Roulette with four bullets. The doctor who made the diagnosis took one of the bullets out of the gun and said that it could be as high as 50%. Since that time, however, I went to the University of Chicago and after MANY medical tests, the odds of survival have nearly doubled to close to 70%. Hey, I’m down to only two bullets in the gun! EXCELLENT!

Head/neck cancer is relatively rare. Of the over 200 different types of cancer, head/neck cancers represent only 1% of all cancer cases. Typically, the disease is found in heavy smokers, heavy drinkers, or people who chew a lot of tobacco. Since I fit NONE of these categories, I guess I’m just bound to be different. This has also led my doctors to tell me to “continue your healthy lifestyle,” which those of you who know me best will find quite amusing. Actually, I am in great shape for my age and lifestyle. Apparently, pizza and beer while sitting on the couch watching television is considered a healthy lifestyle. Who knew!

I have heard of many people going in for chemotherapy, but I never really understood what this meant. Apparently, there are many different agents used for chemotherapy. Some people take pills, some get injections, and others go in for IV treatment varying from every day to once a week or even once a month. My particular regimen involves approximately four to five hours of IV drip once a week on Tuesdays. The two chemicals I am currently receiving are Carboplatin and Taxol. For those of you who are inclined towards accounting, the combined treatment is $7500 per week! These particular drugs work by attacking fast growing cells. Consequently, they produce a myriad of side effects. I have been lucky. Many people are very nauseous with these drugs, but fortunately I have not experienced this. My particular side effects involve mouth sores, fatigue, and muscle aches. It’s kind of like having a very bad case of the flu. These flu-like symptoms usually last about four to five days, and just when I’m feeling better again, it’s time for another treatment.

The other weird side effect is that everything tastes funny. Even water tastes like rusty nails have been soaking in it. Chemo is the only substance I have ever encountered that has been able to effectively kill my appetite. Being a rather rotund individual, I found this side effect rather appealing. However, my doctors demanded that I NOT lose weight. This is the first time in my life anyone vaguely associated with the medical profession has told me not to take off a few pounds. I am truly dubious and confused! I asked to see their medical school diplomas.

For many years, I have been known as “the Bear,” partly because of my furry countenance. I have had a full, and somewhat shaggy, beard and head of hair for over thirty years. Many of you have never seen my chin(s). I am now “bald as a coot.” My beard and my head hair are totally gone, and my eyebrows are fading fast. I kind of look like Dr. Evil from the Austin Powers movies. All I need now is my own “Mini Me.”

The weekly chemo treatments will run until the end of August. Then the “fun” starts. Either at the end of August or the beginning of September, I begin my “radiation vacation.” I check into the hospital for a five-day stay where I will receive radiation twice daily, plus I will continue with the Taxol and Carboplatin IV drip AND a brand-new chemical will be added on a 24-hour continuous IV for five days. This new chemical is called 5FU (I do not know what the FU stands for and I hesitate to ask). After the five days I go home for a week of recovery and then return to the hospital to start a new “radiation vacation.” This process will go on for ten weeks. One week in, one week out until I have spent five weeks in the hospital. I have been told that the side effects from this procedure will be even more “fun” than the aforementioned ones. I will lose my sense of taste for at least a year, and my saliva glands will be permanently destroyed. That means I will have to walk around with a water bottle, similar to the “tragically hip” pseudo-athletes. They have also told me that the radiation will damage my throat enough that I will need physical therapy to teach me how to swallow in different ways. Imagine that. Teaching a fat guy how to swallow. It’s just too weird! Hopefully by Thanksgiving I will feel well enough to return to work.

Treatment for cancer is complex. It involves a lot more than just chemicals and radiation. It also involves a lot of testing and small surgical procedures. Since May I have had a lymph node removed from my neck and two different sets of biopsies on the base of my tongue, all under general anesthetic. I have also had a colonoscopy and surgery to implant a catheter in my chest. The colonoscopy was really cool because I got to watch it all on TV. And contrary to my wife’s opinion, I did not find any brain matter there. I have also had bone scans, numerous CT scans, and enough X-rays so that I can find my way to the toilet in the middle of the night just by the glow. I get twice weekly blood tests and feel that I have more needles stuck in my body than a Haitian voodoo doll.

It is very easy for me to feel like a disease rather than a person. Fortunately, the staff at the University of Chicago has been extraordinarily kind and personable. It truly makes a difference. Their expertise has also helped boost my confidence in the chance of my survival.

Some tips on talking to people with cancer (or other dread maladies):

Below are some tips that I can give you from personal experience about how to talk to people who are experiencing a serious illness. These suggestions are not made to cause guilt in anyone. Trying to figure out what to say or how to say it is extremely difficult for most people. It is not something that comes naturally, and realistically we would all probably prefer not to learn any of this. So, take these suggestions, as the Romans say, “cum grano salis” (see, my seminary experience did pay off).

Do not tell the sick person a story about a friend or relative of yours who had a similar illness and then died. I had a neighbor tell me, in an ever-so-helpful voice, that her husband had the same cancer and he lasted “a good six months.” What could possibly be a good outcome of such a story? My women friends have told me that they experienced a similar phenomenon when they were pregnant. Other women would tell them the horror stories of their own pregnancy, including how often they threw up and how long and painful their delivery was. Somehow these stories were intended to make the pregnant woman feel better. As one of my good friends says, “Hear it before you say it.” If you must tell a personal story, stick with someone who survived. By the way, when you are dealing with cancer, if the person has just ended treatment, they are not yet a survivor. They may only be in remission. Survival comes after three to five years of being cancer free.

Avoid platitudes. It is perfectly natural to want to tell someone that you know everything is going to be OK. But the truth of the matter is, both the listener and speaker know there are no guarantees. You may want to give those guarantees, but even the doctors cannot guarantee success.

Dealing with cancer is a very difficult and private matter for many people. Consequently, pointing out that someone else who has cancer has such a “positive attitude” may be counterproductive. The person may seem to have it all together, but you don’t always know their inner hearts, their anxieties, or their nightmares. Furthermore, as Elizabeth Kubler-Ross pointed out, people go through distinct stages when dealing with a potentially terminal illness. If a person is in the anger or depressed stage and you point out that someone else seems to be doing much better than they are emotionally, you are actually giving the person two very specific instructions. 1) You should not feel the way you do feel, so deny your own feelings, and 2) If you are feeling despair, you should feel guilty for it, because other people don’t seem to feel as much despair as you do. Neither of these suggestions are helpful. Contrary to popular belief, there is no scientific evidence that a positive attitude directly affects the outcome of treatment. Unfortunately, this myth of the positive attitude actually insults all of the poor people who died. It suggests that if only they had kept a more positive attitude, they might have lived. Consequently, their demise is their own fault.

A cheerful demeanor makes it easier for the people around the patient. Therefore, everybody hopes that the patient remains cheerful because it’s easier on them, not the patient.

Don’t give medical advice. I have been offered shark cartilage, vitamins, and a pharmacopoeia of “natural” supplements. Some of these supplements can actually interfere with chemotherapy. And for those of you who believe “natural” is safe, remember that arsenic is a naturally occurring substance.

So, what CAN you do to help? Try the following:

Help the person by listening to their feelings. You don’t have to have a solution, just listen to them.

Cancer is scary for everyone. If you feel comfortable, be willing to share some of your own feelings.

Be available to the person. Sometimes frequent short contacts are more important than long infrequent visits or phone calls.

It’s OK to talk about things other than the disease. Sometimes it’s actually a relief to do so.

It’s still OK to laugh and joke and sometimes even tease. But always remember to be sensitive.

What the future holds for me, I cannot say. Although it is hard, I try to be grateful for every day. And above all, to be grateful to all of you and thankful for your support.

Sincerely,

Captain Billy C.
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5. My Radiation Vacation


10/8/01

Dear Family and Friends,

Again, I want to thank you all for the kind letters, thoughts, prayers, and even the somewhat unique gifts. I am now the proud possessor of a life-sized, cardboard hula dancer that I tape to the door of my hospital room. Seeing as I cannot have flowers in the room, she adds a bit of color and style. The hospital staff seems to love her. I am also now the proud owner of an Etch-a-Sketch and a genuine leather holster that holds a bottle of water. This last is something that may, in fact, prove to be very useful. I have also gotten some books that are perfectly designed for my decreased attention span. The stories or articles are only two to three pages long, which is about perfect for me at this point in time.

But my favorite gift is a life-sized, freestanding, carboard cut-out of Dr. Evil. He’s holding his right little finger up to the corner of his mouth wearing an evil grin. He has a little battery compartment on the back that powers a motion detector. When anyone walks by him, he lets out an iconic phrase from one of his movies: “Give me a fricken’ break,” “I want a million dollars,” or “Zip it!” I have no idea where Tom H. found this, but it has added delight to my otherwise dreary existence. However, when we failed to turn off the motion detector at night and one of the nurses came into the darkened room in the middle of the night to check on me, Dr. Evil let out with one of his phrases and scared the hell out of the poor woman. Jenni and I both laughed. The nurse, however, did not. We pack up Dr. Evil and bring him home every Friday night and return with him a week later.

Strange as it may seem, I do not open your cards and letters immediately. Knowing that my morale rises and falls from day to day and treatment to treatment, I save the letters unopened until I get depressed. It is at that point that I open them, and they put a smile on my face and bring joy back to my heart.

A special note to my friends at school, both on the faculty and among the students. Your calls and letters and cards have brought me more joy than you can ever know. The giant “Get Well Chicken” card that you signed graces my hospital room each time I go there. She and the Hula Girl are becoming great friends, kicking up some jealousy on the part of Dr. Evil. Again, when I am feeling low or when people ask what I do for a living, I show them the Get-Well Chicken and all of the wonderful things that you said to me. It never ceases to bring a smile to my face.
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   TERMS AND CONDITIONS FOR USE, REPRODUCTION, AND DISTRIBUTION

   1. Definitions.

      "License" shall mean the terms and conditions for use, reproduction,
      and distribution as defined by Sections 1 through 9 of this document.

      "Licensor" shall mean the copyright owner or entity authorized by
      the copyright owner that is granting the License.

      "Legal Entity" shall mean the union of the acting entity and all
      other entities that control, are controlled by, or are under common
      control with that entity. For the purposes of this definition,
      "control" means (i) the power, direct or indirect, to cause the
      direction or management of such entity, whether by contract or
      otherwise, or (ii) ownership of fifty percent (50%) or more of the
      outstanding shares, or (iii) beneficial ownership of such entity.

      "You" (or "Your") shall mean an individual or Legal Entity
      exercising permissions granted by this License.

      "Source" form shall mean the preferred form for making modifications,
      including but not limited to software source code, documentation
      source, and configuration files.

      "Object" form shall mean any form resulting from mechanical
      transformation or translation of a Source form, including but
      not limited to compiled object code, generated documentation,
      and conversions to other media types.

      "Work" shall mean the work of authorship, whether in Source or
      Object form, made available under the License, as indicated by a
      copyright notice that is included in or attached to the work
      (an example is provided in the Appendix below).

      "Derivative Works" shall mean any work, whether in Source or Object
      form, that is based on (or derived from) the Work and for which the
      editorial revisions, annotations, elaborations, or other modifications
      represent, as a whole, an original work of authorship. For the purposes
      of this License, Derivative Works shall not include works that remain
      separable from, or merely link (or bind by name) to the interfaces of,
      the Work and Derivative Works thereof.

      "Contribution" shall mean any work of authorship, including
      the original version of the Work and any modifications or additions
      to that Work or Derivative Works thereof, that is intentionally
      submitted to Licensor for inclusion in the Work by the copyright owner
      or by an individual or Legal Entity authorized to submit on behalf of
      the copyright owner. For the purposes of this definition, "submitted"
      means any form of electronic, verbal, or written communication sent
      to the Licensor or its representatives, including but not limited to
      communication on electronic mailing lists, source code control systems,
      and issue tracking systems that are managed by, or on behalf of, the
      Licensor for the purpose of discussing and improving the Work, but
      excluding communication that is conspicuously marked or otherwise
      designated in writing by the copyright owner as "Not a Contribution."

      "Contributor" shall mean Licensor and any individual or Legal Entity
      on behalf of whom a Contribution has been received by Licensor and
      subsequently incorporated within the Work.

   2. Grant of Copyright License. Subject to the terms and conditions of
      this License, each Contributor hereby grants to You a perpetual,
      worldwide, non-exclusive, no-charge, royalty-free, irrevocable
      copyright license to reproduce, prepare Derivative Works of,
      publicly display, publicly perform, sublicense, and distribute the
      Work and such Derivative Works in Source or Object form.

   3. Grant of Patent License. Subject to the terms and conditions of
      this License, each Contributor hereby grants to You a perpetual,
      worldwide, non-exclusive, no-charge, royalty-free, irrevocable
      (except as stated in this section) patent license to make, have made,
      use, offer to sell, sell, import, and otherwise transfer the Work,
      where such license applies only to those patent claims licensable
      by such Contributor that are necessarily infringed by their
      Contribution(s) alone or by combination of their Contribution(s)
      with the Work to which such Contribution(s) was submitted. If You
      institute patent litigation against any entity (including a
      cross-claim or counterclaim in a lawsuit) alleging that the Work
      or a Contribution incorporated within the Work constitutes direct
      or contributory patent infringement, then any patent licenses
      granted to You under this License for that Work shall terminate
      as of the date such litigation is filed.

   4. Redistribution. You may reproduce and distribute copies of the
      Work or Derivative Works thereof in any medium, with or without
      modifications, and in Source or Object form, provided that You
      meet the following conditions:

      (a) You must give any other recipients of the Work or
          Derivative Works a copy of this License; and

      (b) You must cause any modified files to carry prominent notices
          stating that You changed the files; and

      (c) You must retain, in the Source form of any Derivative Works
          that You distribute, all copyright, patent, trademark, and
          attribution notices from the Source form of the Work,
          excluding those notices that do not pertain to any part of
          the Derivative Works; and

      (d) If the Work includes a "NOTICE" text file as part of its
          distribution, then any Derivative Works that You distribute must
          include a readable copy of the attribution notices contained
          within such NOTICE file, excluding those notices that do not
          pertain to any part of the Derivative Works, in at least one
          of the following places: within a NOTICE text file distributed
          as part of the Derivative Works; within the Source form or
          documentation, if provided along with the Derivative Works; or,
          within a display generated by the Derivative Works, if and
          wherever such third-party notices normally appear. The contents
          of the NOTICE file are for informational purposes only and
          do not modify the License. You may add Your own attribution
          notices within Derivative Works that You distribute, alongside
          or as an addendum to the NOTICE text from the Work, provided
          that such additional attribution notices cannot be construed
          as modifying the License.

      You may add Your own copyright statement to Your modifications and
      may provide additional or different license terms and conditions
      for use, reproduction, or distribution of Your modifications, or
      for any such Derivative Works as a whole, provided Your use,
      reproduction, and distribution of the Work otherwise complies with
      the conditions stated in this License.

   5. Submission of Contributions. Unless You explicitly state otherwise,
      any Contribution intentionally submitted for inclusion in the Work
      by You to the Licensor shall be under the terms and conditions of
      this License, without any additional terms or conditions.
      Notwithstanding the above, nothing herein shall supersede or modify
      the terms of any separate license agreement you may have executed
      with Licensor regarding such Contributions.

   6. Trademarks. This License does not grant permission to use the trade
      names, trademarks, service marks, or product names of the Licensor,
      except as required for reasonable and customary use in describing the
      origin of the Work and reproducing the content of the NOTICE file.

   7. Disclaimer of Warranty. Unless required by applicable law or
      agreed to in writing, Licensor provides the Work (and each
      Contributor provides its Contributions) on an "AS IS" BASIS,
      WITHOUT WARRANTIES OR CONDITIONS OF ANY KIND, either express or
      implied, including, without limitation, any warranties or conditions
      of TITLE, NON-INFRINGEMENT, MERCHANTABILITY, or FITNESS FOR A
      PARTICULAR PURPOSE. You are solely responsible for determining the
      appropriateness of using or redistributing the Work and assume any
      risks associated with Your exercise of permissions under this License.

   8. Limitation of Liability. In no event and under no legal theory,
      whether in tort (including negligence), contract, or otherwise,
      unless required by applicable law (such as deliberate and grossly
      negligent acts) or agreed to in writing, shall any Contributor be
      liable to You for damages, including any direct, indirect, special,
      incidental, or consequential damages of any character arising as a
      result of this License or out of the use or inability to use the
      Work (including but not limited to damages for loss of goodwill,
      work stoppage, computer failure or malfunction, or any and all
      other commercial damages or losses), even if such Contributor
      has been advised of the possibility of such damages.

   9. Accepting Warranty or Additional Liability. While redistributing
      the Work or Derivative Works thereof, You may choose to offer,
      and charge a fee for, acceptance of support, warranty, indemnity,
      or other liability obligations and/or rights consistent with this
      License. However, in accepting such obligations, You may act only
      on Your own behalf and on Your sole responsibility, not on behalf
      of any other Contributor, and only if You agree to indemnify,
      defend, and hold each Contributor harmless for any liability
      incurred by, or claims asserted against, such Contributor by reason
      of your accepting any such warranty or additional liability.

   END OF TERMS AND CONDITIONS

   APPENDIX: How to apply the Apache License to your work.

      To apply the Apache License to your work, attach the following
      boilerplate notice, with the fields enclosed by brackets "[]"
      replaced with your own identifying information. (Don't include
      the brackets!)  The text should be enclosed in the appropriate
      comment syntax for the file format. We also recommend that a
      file or class name and description of purpose be included on the
      same "printed page" as the copyright notice for easier
      identification within third-party archives.

   Copyright [yyyy] [name of copyright owner]

   Licensed under the Apache License, Version 2.0 (the "License");
   you may not use this file except in compliance with the License.
   You may obtain a copy of the License at

       http://www.apache.org/licenses/LICENSE-2.0

   Unless required by applicable law or agreed to in writing, software
   distributed under the License is distributed on an "AS IS" BASIS,
   WITHOUT WARRANTIES OR CONDITIONS OF ANY KIND, either express or implied.
   See the License for the specific language governing permissions and
   limitations under the License.
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