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To the people we love.

To my mother, who lost her battle to ovarian cancer. The battle was long lost, as she waited too long to discover that her excessive belly fat was not what she thought. Possibly over a year went by without her seeking help. My mother holds a special place in my heart, and watching her be a princess on a pea pod in her last few months made for a memorable summary of her entire life.

To the caregivers who dedicate their lives to making the ones we love feel special and not forgotten during the battle. And to my sister, Anita, and brother-in-law, Tim, who dedicated their lives to making my mother comfortable. Watching how true devotion for love can make a delicate life ending a memory to cherish.
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INTRODUCTION

If you’re like me, you’ve spent your life reaching toward a vision of happiness that is meaningful to you, knowing full well that there are no guarantees that vision will become a reality. I do my best and put all my energy into work and family, but there is largely nothing I can do to prepare for an instantaneous change in which the ground just falls out from under my feet. None of us can be ready for that. And we shouldn’t have to be. If we spent our days preparing for the worst, we wouldn’t have any time or energy left to reach for our dreams. We’d probably also be crippled by anxiety and fear about the future.

Nevertheless, life-changing and life-threatening realities can come at us anytime, out of nowhere. Those realities recognize no distinctions among us. It doesn’t matter who we are, what we do or have done, whom we know, or how we’ve lived our lives; any one of us can find ourselves suddenly facing a life-changing reality. Mine was cancer—my own, and then my wife’s, and then our eldest son, Lorenzo’s.

We turned to medical professionals, of course. But these were mostly strangers with no personal stake in our outcomes. I suspect there’s an intentional disconnect built into the healthcare system for the purpose of keeping medical professionals objective and focused on their duties. Our medical staff was there to do a job to the best of their abilities, and that job was to come up with and implement treatment plans. However good their bedside manners may have been, their jobs were to stay focused on killing the thing that was threatening to kill each of us.

The doctors and nurses weren’t there to give us special attention, coach us, or teach us everything we needed to know to survive each day, and they were most definitely not there to help us think about becoming and staying happy. They were working to keep our bodies alive, but it was up to each of us to keep our lives going. After diagnosis and during treatments, different aspects of each of our lives fell apart in ways that we had not anticipated. And we needed to learn quickly about things that we had never before thought we’d need to know.

For me, there was a horrible feeling that showed up alongside all the challenges posed by our cancers—that feeling became the impetus for this book. I decided to turn those trying experiences, moments of confusion and helplessness, and periods of utter loneliness into a guide for those of you facing cancer, whether your own or that of a close family member or friend. What you have in your hands now is the accumulated insight from the trial and error of my own cancer treatment, my wife’s cancer treatment, and our eldest son’s cancer treatment. We learned a lot, individually and as a family, from our experiences. Often, we learned what to do by suffering the consequences of not knowing beforehand. I want you to benefit from our experience, and I want both your treatment and your life to be as smooth as possible. I also want your treatment and your life to be truly yours, in the sense that I’d like you to know, right up front, that even though you are coping with cancer, you can absolutely still choose and be creative about how to live your life day to day.

Every type of cancer is different, and every person is different, which means that no two people are going to have identical experiences. That said, some things are true for us all, and one of them is that cancer treatment can leave you feeling empty and alone. The purpose of this book is to help you navigate and cope with that feeling, believe in yourself, and keep your friendships, your family, and your life intact while you work on kicking cancer’s ass.

With cancer, as with life, there are a lot of factors we can’t control. In my own battle with cancer, I learned that my job was to focus on the factors I could control, so that even if I was up against long odds, I could still bet on myself to win. Whatever someone has told you your odds are, I’ll help you prepare yourself and help those around you make peace with what’s happening and with what may happen. And if you’re someone who is looking for ways to support a loved one with cancer, this book can help you too. I’ve been a patient and a caregiver—and learned a lot in each role. Your loved one will need your support, and these pages can give you some tools to coach them and you through this experience.

Cancer, and cancer treatment, saps time and energy. In this book, I make a case for using time wisely, for noticing daily opportunities to strengthen bonds with the people we’re closest to, and for cutting out routines that we might have done out of habit but that didn’t make us satisfied or happy. Figuring out what really matters and belongs in our lives is a critical step in battling cancer.

The first time you heard a doctor say, “It’s cancer,” it’s likely that you felt helpless. For me, it was like I was suddenly heading toward the rapids in a leaky little boat without a paddle. I want you to know that you’re not alone. I know these waters. I know it’s going to be a lot of work, and it’s going to get pretty rough at times, but together, we can do this.


CHAPTER 1

FIGHTING CANCER

It was the afternoon before our brand-new gym facility was set to open its doors. My wife, Corinna, and I had designed the gym to meet the needs of our expanding clientele. I was up on a ladder, hanging television sets above the cardio center. Even though the pressure was still on us to get the last few items checked off the list, we could see our way to tomorrow, and we were thrilled to have made it this far. A little sheet metal here, some patina there, a couple more finishing touches near the entrance, and we’d be done for the night. I planned to bring in the equipment in the morning, and then we’d open the doors and welcome our members into their shiny new fitness center. I looked around me and saw eighteen thousand square feet of heaven.

I’d been coughing most of the day and had assumed that coughing was triggered by all the materials we’d been working with for so many weeks. With the last television set in hand, I carefully worked my way up the ladder with a cough rumbling in my chest and throat. I was coughing pretty hard the entire time I spent securing the set in the cradle and actually started struggling with my breath as I descended the ladder. When I reached the ground, I was having a full-on coughing fit—a bad one. By the time it finished, I was bent over, gripping the ladder with one hand and staring at the blood I’d just spat into the other. My thought at the moment was a strange one: “Come on, not now!” There was another coughing fit not long after that. And more blood.

I decided to call Corinna and explain that I wasn’t coming home but was instead taking a trip to the emergency room—not an easy choice for me, given that I liked to think of myself as invincible. I had sucked up a lot of pain during the process of building our new gym, but this felt like a wake-up call to stop and get an expert opinion. By evening time, doctors were taking a bone marrow sample from my hip and running tests to see what was happening to me. I spent the better part of that evening in an urgent-care room and the entire next day in a hospital bed. Still, I wanted nothing more than to get on my feet and get our new gym opened. This was supposed to be one of the most important days of my life, and I was lying on my back, useless.

My wife, Corinna, made arrangements with a client of ours who had a moving company, and they got all the equipment into the building. By herself, Corinna completed the last bits of work and opened the new facility on time. Corinna would soon be running things by herself too, as I was repeatedly hospitalized for tests and transfusions.

* * *

Corinna and I had taken a huge leap of faith back when we decided to build a business. Though we both did other things professionally, we’d both also competed in body building competitions, so it was an enormous but natural step when we broke away from our corporate jobs to open a gym of our own. It was a lot of hard work, but we’d never been afraid of that, and it felt amazing to be our own bosses, doing what made us happy to get out of bed in the morning. In the 1950s, the American dream was a house with a white picket fence, but for us it was making a successful living doing what we enjoyed.

When we got our original business started, we’d rented a space and poured ourselves into every class, every training session, and every little detail. Our clients felt that devotion, and our little gym grew. After a handful of years, we grew out of the space we were leasing. Classes were getting a little too crowded, and the parking lot was always full. That was when we knew it was time for another leap of faith.

My previous profession had been working as a structural engineer and general contractor, and my knowledge from those jobs enabled us to design our own facility—one that would meet our present and future needs and that would be ours in a way that the rented property never was. We had an amazing core of members who supported our dream of creating the perfect building with state-of-the-art equipment, energizing classes, and an outdoor pool. We were going to build the new Peaks Athletic Club. We had the dream, the plans, and the encouragement from our clients, but we still needed the financing.

For that, we ended up having to go to thirty-eight banks. Yes, we had a thriving business. Yes, we had sound plans and plenty of know-how. But the financial climate was rough, and so many banks didn’t want to take a risk on our small business. You’d have thought we were a couple of schoolkids trying to get a three-story building loan just to open a lemonade stand. I spent a thousand dollars printing copies of our proposal and assembling it in sleek binders to hand to each lender. Through all the rejections, we kept on making copies, assembling binders, and booking new appointments. We weren’t about to let other people’s (not even thirty-seven other people’s) lack of faith in us shake our own.

When we did find a lender willing to work with us, instead of feeling great, it felt like entering into a deal with the devil. On the day we were signing the paperwork, with its every little detail laid out, Corinna’s eyes caught mine and lingered there. I knew we were both thinking the same thing: once we signed all those documents, we wouldn’t own anything anymore. The house we lived in with our two boys, our cars, the clothes we wore that day to assure the lender of our good intentions—the bank owned it all. Once we signed, the bank owned us.

We bought a little over one and a half acres of land in a great location, and construction got underway. Before too long, however, I brought it to a halt. Given my training, I had a better-than-average sense of when things just weren’t right with a building. Things were most definitely not right. We had to fire the contractor who had botched the job. Then, that contractor tried to sue us for wrongful termination. Thankfully, the inspection findings proved me right. “The Great North Wall,” as the family had nicknamed it, was eighteen inches too high and potentially in danger of falling over. Worse, it would have fallen across the property line, so the city had also started breathing down our necks to fix it.

We found a solution—a costly but effective way to anchor the base of the wall—but by then, we had another problem on our hands. Our bank didn’t want to finish funding the project. Our rainy-day fund ended up being used to pay attorney’s fees so we could force our lender to honor its commitment and let us get back to building. The construction site sat dormant for eight months while we fought with our own bank.

During the months battling the bank so that we could move forward toward the dream of owning our own space, I found what I thought was a spider bite on my left calf. It started as a raised area, and then it got an angry-looking ring around it. If you looked closely, you could see the flesh dissolving, which explains why I and the doctors thought my bite had come from a brown recluse spider. The bite got infected, so I got antibiotics for it; but not long after, I got another bite and then a third. The bites kept showing up in the same areas on my left calf, and the alleged bites would become infected extremely quickly.

More infections meant more antibiotics, and then more and more intense antibiotic prescriptions. We had started out with pills, and then moved to injections, and then to something called a “cannonball,” which was essentially a grapefruit-sized container that we kept in the refrigerator. I could just open up the fridge and self-inject doses of antibiotic as necessary. My immune system eventually reacted negatively to the antibiotic as well as to the pain medicine that I’d been prescribed for my discomfort. So if I wanted to continue on the medicine, I needed to get used to breaking out in hives, having raw skin, and taking more medicines: anti-inflammatories and antihistamines like Benadryl.

At one point, the nurse practitioner treating me suggested that I consult a hematologist to investigate a low white blood cell count, but I didn’t listen. My eyes were on other things. They were just spider bites, and they were already a nuisance, given everything else that the family and I were dealing with. So instead of making an appointment with a hematologist, we called in a pest-control company to spray the house for spiders, and then we called it good.

* * *

After spending the night in the hospital and missing the opening of our new facility, I was able to get a blood transfusion to raise my white blood cell count—and I felt like a million bucks again. I was like a Tesla Roadster with a fresh charge. I nearly leapt out of bed, and I got right back to business like nothing had happened. As far as I was concerned, what happened was that I needed some new blood cells, and now I was all set.

That first night in the hospital coughing blood, my doctors acknowledged that I had more than a lingering infection. It became clear to them that I had a blood illness of some kind, but that really only opened the doors to them speculating about what precisely was going on. With no conclusive diagnosis of why my immune system was failing, the only solution was to restore the blood with transfusions. And with every transfusion, the new blood would ramp up my deficient immune system and give me the feeling that I was good to go, even “cured” for some time.

That feeling of being “cured” lasted for shorter and shorter amounts of time; like a car with increasingly bad gas mileage, my body was just eating up the blood. Naturally, my response to feeling weakened was to go back for another blood transfusion and another, until I’d started to need blood nearly every three days. The financial commitment got more intense the more frequently I needed a transfusion. At the time, just a single pint alone, without any of the other equipment or service, cost between $1,500 and $2,000. Our insurance didn’t see those transfusions as necessary procedures, so we paid out of pocket for them. I’d be at the hospital, and I’d call Corinna over at the gym: “Baby, please sell some memberships today because I need some blood.” Thankfully, because we were a new gym, she could actually sell those memberships, and then she would run over to the hospital and pay with cash for my transfusion.

Ultimately, I took nineteen pints of blood. That meant more money stress, more poor health, and eventually, more time in the hospital too. And hospital time meant more time on truly ugly painkillers—synthetic morphine, fentanyl, and so many other opioids. I’ll say more about pain medicine in later chapters, but for now, suffice it to say that although I couldn’t function without the painkillers, I could barely function with them.

Corinna kept on top of everything during my hospital visits. She ran the business, took care of our two boys, and dealt with our hemorrhaging finances. Eventually, the doctors recognized that my immune system deficiency was so intense that they needed to run more tests. I didn’t test positive for cancer at that point. What I conclusively tested positive for, instead, was HIV.

Corinna went with me to the office of my hematologist and oncologist for that news about my lab results. Dr. Roberts came into the exam room and announced that there was information we needed to be aware of. With no hesitation whatsoever, he explained that I was HIV positive and that he would need to explore treatment for that result. I looked at Corinna and said, “Whatever you’re thinking, don’t. This can’t be true!” My doctor suggested that we begin treatment right away. But I refused for a few reasons: first, the treatment is very invasive; second, at the time treatment for HIV cost around $12,000 a week; and third, I was convinced that I had cancer and not HIV. Instead of starting the HIV treatment, I proposed that the doctor give me some time to do research on my own.
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