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To my husband, who stood by me every step of the way. To the team of doctors who took a chance on me, fostered my learning, and walked with me through miles of uncertainty. And to the many patients who supported me through my darkest days. Without you, I wouldn’t have a story to tell.






Foreword


HOW DO YOU deal with a cancer that is not even supposed to exist? This was the challenge Katie Coleman faced at just twenty-nine years old. She introduces her story by sharing vivid snapshots of her life: growing up in a small, one-stoplight town in Utah, relocating to Texas, then moving back to Utah to find true love after a divorce, all while forging a career in software engineering. Katie’s narrative is marked by a candor and introspection that deeply resonate. Which makes it hit even harder when we find out about her potentially terminal diagnosis.

Katie has a knack for capturing the essence of each moment and interaction along her journey. Shortly after her diagnosis, she recounts attending a webinar I presented in 2021 on rare forms of kidney cancer. I looked again at that talk’s busy slides and can attest that Katie perfectly summarized its key messages. That is remarkable for someone whose life has just been upended by a cancer diagnosis! Thanks to this skill, other patients today learn from Katie how to advocate for themselves and overcome relentless setbacks. Among the many pearls she shares with us, the observation that “strength isn’t the absence of fear but instead a product of persevering through it” profoundly resonates. From Katie’s story, we clinicians also acquire a deeper insight into the bewildering and truly frightening nature of a cancer diagnosis as well as the profound effect that even the smallest acts of empathy can achieve.

Katie’s experience is now prompting us to revise our textbooks to include cases like hers and outline strategies to manage them. To navigate unprecedented challenges, we first need to remind ourselves, what does it mean for something to be “common”? The Bayesian system of inference used in many scientific applications stipulates that things are only similar to the extent that differences are overlooked. The regularities we see in nature are simply a projection of our minds. Nothing is ever truly repeated. Every single patient carries the most unique disease: it belongs to them alone. We artificially create patterns by ignoring the details. Take snowflakes, for instance: each exhibits sixfold symmetry, with crystals extending in six directions. Yet the old adage that no two snowflakes are alike holds true. The symmetry emerges only when we disregard the unique variations present in each snowflake.

Armed with this understanding, we can flip the narrative and create a tractable question: what are the details we need to ignore to find symmetries between Katie’s disease and other cancers? This enables us to formulate plausible strategies for determining which treatments to pursue and which to avoid. For example, while immunotherapy has undoubtedly benefited numerous patients with cancer, there is considerable evidence suggesting that in tumors akin to Katie’s, it may not offer help and could instead produce only adverse side effects.

It takes a village to develop and execute these strategies. Katie diligently assembled a care team from across the country with whom she felt at ease. This collaborative approach, along with the invaluable lessons we continually learn from our patients, stands as one of the most rewarding elements of practicing medicine.

—Pavlos Msaouel, MD, PhD
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I feel like my life has just begun. I found a true, healthy and deep love. All I want to do is spend my life with him and build our lives together.

—Journal entry, December 30, 2020, the day before I was diagnosed




I LET OUT A  deep exhale as the car rolled to a stop in front of the emergency room entrance. The large tents erected at the front of the building reminded me of a scene from a postapocalyptic movie. It was New Year’s Eve 2020, and with the pandemic in full swing, we’d heard family might not be allowed inside with patients due to COVID-19 protocols. The thought of waiting alone in an ER with nothing more the company of my racing thoughts sounded like a nightmare, but we knew we didn’t have much choice. I looked over at my husband Brian one final time before reaching for the door.

“You’ve got this. Everything’s going to be okay,” he encouraged, giving me a kiss and squeezing my hand as I reluctantly unbuckled. “And keep me updated,” he reminded as I squeezed his hand back just before stepping out and gently swinging the door shut.

As I made my way to the entrance, my mind raced through the worst possible scenarios of what the mass in my stomach could be. My eyes began to fill with tears. I’d felt like something was off with my body for years, but no one else seemed to agree. I was terrified of what they might find but equally scared of leaving once again with unanswered questions from a roomful of people who didn’t believe me.

As I approached the tent, a nurse in full personal protective equipment (PPE) greeted me. As she asked what I’d arrived for, I instantly froze, unsure what to say as I retraced my steps through the downward spiral that’d led me here—one that can be visibly tracked through my internet browsing history in the days leading up to my arrival.

A broad search for “abdominal mass” would eventually turn into “symptoms of liver tumors,” and hours later, I found myself in bed watching a YouTube video over my shoulder while trying to self-examine and palpate my abdomen for an enlarged liver. I knocked my phone from the nightstand again and again while I poked and prodded at my stomach with each new set of instructions. I was deep down the rabbit hole, and there was no turning back. I lost myself for hours spiraling through the worst possible scenarios before calling it a night with one last search of the evening for “soothing meditation music,” a clear attempt to purge the panic I’d brought upon myself. A process I’d start all over again the next day.

The following morning, I woke and slid my hand over the upper part of my stomach, where I’d felt the firmness beneath my ribs the night before. I couldn’t feel it now. Is this all in my head? Continuing the search, I rolled to my left side and pressed in. Nothing. Then, to the right. I felt fullness and discomfort but still no hardness or mass.

I got out of bed and made my way into the bathroom, poking at and feeling around my stomach with one hand while I brushed my teeth with the other. As soon as I caught the edge of it again, I paused, held perfectly still, and quickly called Brian over to look before I lost it again.

“That lump in my stomach is there again. Can you feel it?” I asked as I reached for his hand.

“Feel what?” he replied, confused.

“That hardness under my ribs, it’s right here. Look, feel.” I pulled him over and guided his hand to where mine was.

“Okay … what exactly am I supposed to be feeling?” he asked, the skepticism clear in his voice.

“I don’t know. It’s hard, like harder than the other side, and the edge is kind of round. Can’t you feel it?” I insisted.

“No, I just feel stomach. I don’t know what I’m supposed to be feeling …” I could sense his impatience mounting. I’d caught him as he was heading down to begin work, and he wasn’t in the mindset to entertain my latest hypochondriacal episode. Brian had been supportive through all my health issues. But none of my other symptoms had ever panned out to be anything other than anxiety, according to the doctors, and he seemed to be getting a little fatigued.

I decided to wait for him to go downstairs before making my way over to the full-length mirror in our closet for a better look. As I stood in front of the mirror, I sucked in, twisted to the side, crunched, and turned, trying to get a glimpse of the elusive protrusion. After several tries, I started to pick up on the specific combination of breath-holding, flexing, and sticking my stomach out in just the right manner that would expose the bump. When I got the combination just right, I could gently press in and slightly cup my hand around it. What is this thing?

While I’d never been able to cup my hand around it before, the firmness was something I’d identified a couple of years ago. Something I distinctly remembered, because whenever I’d start a new diet or get on a workout streak, I’d always compare my body in the mirror, searching for progress. Sucking in, twisting, and flexing—honestly, not too dissimilar to the contortion I’d just been making but for reasons far vainer.

During one of these comparisons, I’d found a firmness on my right side and remembered wondering if it could be little baby abs budding. I’d been overweight most of my life, and at 170 pounds on a short five-foot-one frame, I liked the idea of progress brewing beneath the weight I’d struggled to melt off. I mentally congratulated myself for a job well done, and while I hadn’t been met with the same firmness on the other side, I figured it just might need a little extra effort and attention to catch up.

I reflected on that memory as I poked at it some more. I’d noticed the firmness before but didn’t remember feeling any of the edges that I swore I could feel now. I didn’t know what this was, but I knew it would eat at me until I found out.

While I tried to decide whether I should take a trip to an urgent care, my mom called. Although we’d had plenty of trying times during my adolescence, she’d morphed into my best friend and my first call in adulthood. We spoke daily, so this was just another Wednesday evening.

That night, I brought her up to speed on my recent doctor appointments and the new hardness I was feeling just beneath my ribs. She began rattling off ideas of what it might be. But the more I described what I had been feeling, the more the fear rushed in, and I felt myself starting to get choked up. My worries started building, and all the time I’d spent in doctors’ offices asking if we could rule out cancer finally caught up to me. I admitted, “I don’t know what’s wrong, but I’m worried it’s cancer, and we’ve caught it too late, that it’s stage four and has already gone to my liver.”

Words that had been prompted by a spiraling Google search but still haunt me to this day, given the predicament I’d find myself in just a few hours later.

As we wrapped up the conversation, I looked up urgent care centers around me. It was getting late, and the next day was New Year’s Eve. At eight PM, many of the urgent cares had already closed, but there was one open down the road, about fifteen miles from where we lived, closing in thirty minutes. With no time to second-guess myself, I went in.

As I arrived, the parking lot was well lit but empty. It was clear I was going to be the last patient for the evening. Walking into an urgent care ten minutes before closing felt like walking into a restaurant as they were stacking chairs and sweeping tables. I was convinced everyone would be annoyed.

As I made it to the counter to check in, I could feel my heart racing as I apologized for arriving so late. The young woman at the desk could clearly sense my anxiety and assured me it was okay before asking what had brought me in. What had led me to that moment felt like a culmination of far more than I could communicate in a single sentence. “I’ve started to feel a hardness just beneath my ribs,” I fumbled out, breaking eye contact and gazing off to the corner of the building I wished I could disappear to.

I hadn’t had the best relationship with the medical system. Over the past few years, I’d found myself in the ER twice and in countless doctors’ offices in pursuit of answers to explain my symptoms. I’d never left with a diagnosis or answers to why I felt so off but rather just a new anxiety disorder added to my chart and an overwhelming sense of guilt and shame that I’d wasted everyone’s time. Worried this evening would follow the same path, I averted my gaze to save myself from the judgment I was sure would be coming my way.

But instead of judgment, I noticed the woman’s eyes soften as I was met with compassion. “Well, let’s make sure we get you back to get it looked at. Are you in any pain?” I’d been feeling a mild ache for several days, but it was difficult to pinpoint, and it was so dull that it often made me wonder if maybe it was all in my head. I told her about it anyways as I passed my license and insurance under the plexiglass barrier. A few clicks, taps, and a quick scan later, she passed them back. “Okay, have a seat over there, and we’ll call you soon. We don’t have anyone waiting, so it should be quick.”

I looked around the lobby while waiting to be called back. The building was new, with large windows and an open concept, a design I’d become familiar with from other clinics I’d visited. During the day, the open concept provided a welcome distraction from the wait, allowing me to watch the hustle and bustle of people making their way to their appointments or the health care workers mingling in the hallway. But as the last patient in for the night, tonight it looked much different. The halls were empty, and the building was cold and quiet, leaving me alone with my worries and all the what-ifs. Thankfully, it wasn’t long until a nurse appeared in the doorway to call me back, and we made our way to a room.

As she wrapped the blood pressure cuff around my arm and placed the pulse ox on my finger, I watched her facial expression as she caught my heart rate. “One twenty-two. Are you nervous?” I’d had a rapid heart rate (tachycardia) for a while now and was used to this reaction. Before I’d been medicated for it, it was normal for me to clock in at 145 to 165 bpm (beats per minute), so 122 felt pretty reasonable. A resting heart rate for adults, according to the American Heart Association, is typically between 60 and 100 bpm. The nurse had me take a few slow, deep breaths until we got it down to 113 and my blood pressure to 144/88 before logging it into the chart and letting me know someone would be in shortly to see me. My blood pressure had been high for a number of years; before being medicated, it’d often come in at around 150/110 when the standard range is 120/80. That, along with my high resting heart rate, was one of the symptoms I had been telling doctors about that were continually explained away by anxiety.

As the nurse left the room and the door rolled shut behind her, I could hear the voices of the staff down the hall discussing their plans for New Year’s as they closed up for the evening. As the voices trailed off, I heard footsteps approaching my room before a man walked in and introduced himself as Casey, the nurse practitioner who would be taking care of me that evening. He was relaxed and unrushed as he asked what had brought me in. I told him about the dull ache coming and going in my upper right abdomen and the mass I’d recently discovered. He acknowledged my concerns, nodded slowly, then paused, waiting for me to continue.

I was so used to being rushed through appointments and having my symptoms explained away that I was caught off guard at first. Wait, what else am I supposed to tell him? Do I let him know I’ve been Googling my symptoms all day? Or do I keep those details close to my chest so I don’t leave here with another anxiety diagnosis added to my chart? I wasn’t used to being given time to fully detail all my symptoms. I’d usually start, then be cut off with the same leading questions that always pointed us back to anxiety. Was my job ever stressful, was I getting enough sleep? The fatigue, hair thinning, rapid heart rate, high blood pressure, weight loss—all bucketed the second I’d respond with any remotely confirmatory answer like, “I don’t know, maybe, but …?” Before I completed the sentence, everything would be tidied up in a bow. “Yeah, stress and anxiety can do that. Let’s work on getting that under control for you, and I think you’ll feel much better.”

I’d leave the room feeling disheartened and unheard but also guilty and confused. I was bitter at them for not listening but felt guilty for being bitter at someone trying to help me. It wasn’t uncommon for me to watch their body language soften as they watched a tear trickle from the corner of my eye, indicating how scared and frustrated I was by the lack of answers and resolution to my symptoms. In most appointments, my physicians never lacked compassion; they lacked time. I knew most of them wanted to help me, and they thought they were. Which was one of the most frustrating parts of it all.

I avoided eye contact as I continued, deciding to take the risk and share with Casey what had really led me to come in. “Honestly, I don’t know what’s wrong. But I’ve been looking up symptoms, and I’m a little worried about it being an enlarged liver. So I wanted to come in to get it looked at before the holiday.”

I felt ashamed to admit I’d been Googling my symptoms. But as I looked up, I wasn’t met with an ounce of judgment. Casey nodded once more, asked a few follow-up questions, then requested I hop up onto the table so he could look. As I lay back, he began poking and pushing against my abdomen in a similar fashion to what I’d seen on the YouTube video the night before. During his examination, I explained that I hadn’t been able to feel it while lying down but that it was more noticeable when I was standing. So he had me stand back up to show him instead.

I positioned my stomach in just the right position and showed him where my hand cupped around it. He then examined the area himself. After palpating the mass and following up with a few questions, he acknowledged he was able to feel it too. He thought it could be an enlarged liver and suggested that I follow up with my primary care provider (PCP) or that I go to the ER to get it further evaluated.

After years of being dismissed by others, Casey was the first person ever to take me seriously. As we wrapped up, he asked if I had any final questions. I had a million, but I limited myself to a few more before thanking him for his time and patience—a thank-you that didn’t feel adequate for how much I truly appreciated his attentiveness. In a single thirty-minute appointment, Casey had made me feel more heard than I’d felt in years.

As I walked out of the clinic and back to the car, I began mulling over whether I should head to the ER. I wasn’t in a tremendous amount of pain, and besides the hardness in my abdomen, overall I felt okay. This didn’t exactly feel like an emergency. I had already mentioned it to my PCP a day or two prior, and they hadn’t seemed concerned, so that didn’t feel like a viable option. With the pandemic in full swing, I’d heard about how full the hospitals were, and I didn’t want to be a distraction if this turned out to be nothing. But I had a nagging feeling that something was wrong, so I took Casey’s advice and decided to head to the ER.



As I stood at the entrance to the tent in front of the hospital, nerves shook my voice as I told the intake nurse that the urgent care had advised me to come in, and my hands trembled as I fumbled through my wallet for my insurance card. Her eyes softened with compassion as she noticed the tears in my eyes.

“It’s okay, let’s just get you inside,” she replied, passing me a mask and ushering me into the tent for screening. Once I was cleared, she personally escorted me and my green wristband through the makeshift hallways to the main entrance. “You’ve got it from here,” she encouraged, holding the door open and gently gesturing me inside.

I waited anxiously in the cold, near-empty lobby before being called back and greeted by a chaotic scene on the other side. Monitors beeped, nurses bustled to and from each room, and a handful of patients in hospital beds lined the hallways. The fast-paced yet organized frenzy reminded me of a busy intersection as I tried to keep up with the nurse escorting me back to a room. Why do they always walk so fast? My short little legs struggled to keep up.

Before I knew it, we’d reached our destination, and I got settled in, awaiting the doctor’s arrival. I’d even been informed by the friendly EMT starting my IV that Brian was allowed to come back and join me. I couldn’t have been more relieved and instantly shot him a text, hoping he’d make it before the doctor arrived. But just as the EMT walked out of the room, a young doctor walked in.

He briefly introduced himself before inquiring about what’d brought me here. As I began explaining my symptoms and that the urgent care had sent me for a possible enlarged liver, the skepticism was evident on his face. He had me lie back as he began poking and prodding at my upper right abdomen just as Casey had done a few hours prior. “Any pain here?” he asked while pushing in, one hand layered over the other.

“No …,” I replied.

He adjusted locations and tried again. “What about this?”

“No, no pain,” I confirmed.

And just like that, as quickly as he’d started the exam, he’d now finished and was removing his gloves as he shook his head. “Yeah, I don’t know what they’re talking about. I don’t feel an enlarged liver,” he confirmed, matter-of-factly, in a bit of a dismissive and rushed tone.

My cheeks flushed with embarrassment. Great, he thinks I’m a hypochondriac. Am I just wasting everyone’s time? Making an attempt to sound far more casual and relaxed than I actually was, I told him that I felt it most while standing and that’s how the nurse practitioner had felt it as well. He reaffirmed he hadn’t found anything during the exam but suggested that if I really wanted it, he could order a CT scan just to be sure.

Even if he seemed a bit skeptical, this was far more than anyone else had been willing to explore. I was grateful he was willing to do a more thorough workup. So before he left the room, I took the time to pass along a sincere and honest thank-you, letting him know how much I appreciated him putting the order in just in case. He caught the tears forming behind my eyes as I shared the gratitude, causing him to pause just before he left the room. I felt his demeanor soften as he took a step back toward the bed. He placed a reassuring hand at the edge, letting me know we’d get everything checked out and he’d be back to check on me.

Since I was only twenty-nine, he had concerns about the radiation they might expose me to with a CT Scan, so he ended up placing an order for an ultrasound instead. Soon, the kind EMT who’d started my IV earlier reappeared. He casually spun a wheelchair at the foot of the bed as he gestured for me to hop in. I looked back at him, perplexed—my legs were fine; surely I could walk.

“The halls around here get a bit chilly, and we’ve got a ways to go. If you’re feeling up to it, you can walk, or you can hitch a ride with me,” he said, offering me a warm blanket. Already freezing from the glamorous hospital gown hanging off my shoulder and missing half its buttons, I bundled myself in the blanket and took him up on the offer.

As I entered the ultrasound room, a bubbly tech greeted me and politely asked how I was doing while I settled in and she prepped the equipment. Trying to make light of the situation through nervous laughter, I replied, “Oh, you know, been better.”

She chuckled softly, spreading the warm gel across my stomach. “This shouldn’t take long. We’ll get you back to the room soon,” she assured as she began the exam. Just as the pressure from the wand pressed in toward my ribs, the dynamic shifted in the room and I watched the emotion drain from her face. She lifted up, pivoted, and went back for a better look. Then another, and another, feverishly clicking away to capture images. My heart began to race. She’d found something.

After a few minutes of silence while she worked, she asked concernedly, “How’s your blood pressure?”

“Uh … it’s not great,” I replied, followed by more nervous laughter. Except this time there was no laugh back.

Minutes felt like hours as she continued on, gliding the wand across my stomach, pushing and twisting it into position. With no response, I lay there in silence, torturing myself, wondering what could be on that screen. About halfway through the exam, she followed along the right side of my rib cage until my ribs met in the middle, pressed in, and let out a distressed sigh. She paused, trying to gather herself as she wiped a bead of sweat from her forehead.

I didn’t know what she’d found but knew it couldn’t be good. I watched her battle the emotions as she tried to mask her concern and couldn’t help but wonder how often she found herself in this position: discovering something she knew would forever change the life of the person sitting in front of her. Knowing for a brief moment she was the only one in the world who knew but unable to say a word. I couldn’t imagine the toll that must take.

After the ultrasound, I waited in the room with Brian, desperate to know what was going on. Over the next few hours, results and bad news slowly started flowing in. As if our room had suddenly become radioactive, the updates were fragmented and brief. Anyone who delivered news had one foot out the door, exiting as quickly as possible before we had time for questions, leaving us behind with what felt like a live bomb to disarm with nothing but a Google Search and trembling hands. In less than twenty-four hours, we’d gone from looking up the best neighborhood to raise a family in to Googling survival stats. How did we end up here?
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If Grandma could find love several times in her final years, then I certainly still had time.




BRIAN AND I had known each other for only a little over a year by the time we found ourselves in the ER that cold December night. At the end of May 2019, I met Brian online, and I fell head over heels for him almost instantly. But when we first started dating, I often wondered if people would question how genuine our connection was if they knew the full story. It’s not exactly the type of story they write romance novels about. A tale more fitting of a cancer memoir, apparently.

When Brian and I met, I had gone through a series of bad breakups and had moved back to Utah after my grandma’s passing to be close to family and to help with the funeral. I had previously been staying in an Airbnb camper on a small winery just outside Temecula, California, shortly after the abrupt end of a long relationship led me to sell my house in Austin, Texas, and everything I owned to travel the West Coast as a digital nomad. I hoped to find both myself and the next place I’d call home along the way. But instead, after a few short months, I found myself back in Utah in an old, dingy, short-term rental that I could barely afford on my part-time salary.

I’d grown up in a small, one-stoplight town about forty-five minutes outside Salt Lake City, then moved to Austin in my early twenties. The mountains back home were enchanting, and the diverse landscape between Northern and Southern Utah provided some of the most gorgeous views in the country. However, the winters were cold, and I found the seasonal depression that comes with the months of gloomy cloud cover suffocating. Though my grandma’s passing had hit me hard, my move back to Utah was meant to be only a temporary detour to support my mom through her grief and to aid in her recovery from a minor surgery.

This was also reflected in my apartment, which was furnished with a frumpy, twenty-year-old couch and glass table from my mom’s storage unit along with two wobbly chairs you had to carefully balance on to prevent them from collapsing. The only other furniture you’d find as you took a look around would be a cheap IKEA TV stand, which I’d somehow managed to assemble backwards, and a bed in a box I’d found on Walmart special that I’d rolled directly out onto the bedroom floor without a frame. Which is precisely where I found myself the night I matched on Bumble with Brian online.

That night, while I was cleaning and unpacking, I made a whiskey Coke in an attempt to cover up the grief of my grandma’s passing and the breakup I’d gone through a few days prior. It felt like my life was falling apart and I was sitting by watching helplessly as everything crumbled around me. In a matter of months, I’d had two failed relationships, one of which had been several years long. I’d gone from being a homeowner to barely scraping by in a run-down apartment, had lost my grandmother, and was struggling as I worked to transition into a new career as a software engineer.

So, as I found places for the final items I had left to unpack, I began reminiscing over memories of my grandma, who I’d seen go through many life phases of her own over the years—one of which had been rediscovering and exploring the dating scene in her eighties. If Grandma could find love several times in her final years, then I certainly still had time.

During one of the last conversations I’d had with her, we’d swapped stories of our love lives while she was recovering from knee surgery. An experience that seems a bit crazy at face value—who swaps dating stories with their grandma?—but it’s one that I look back on with great fondness. In the final years of her life, my grandma reentered the online dating scene. As she described to me each gentleman she encountered, she shared pictures, and a clear ranking system of her preferences began to emerge. The fellas with bad habits and “too much baggage” slowly made their way down the list, and those with great stories, adventures, and conversation quickly ascended to the top, with bonus points awarded to those who still had their teeth—a rare find for men in their eighties.

These connections resulted in her finding love several times in the span of just a few years. Each of them highlighted different sides to her personality and provided many stories and adventures that she cherished. Regardless of how the relationships ended, she described them each as their own encapsulated adventure. Her relationships were nothing to be ashamed of, forgotten about, or brushed under the rug. They were simply a new chapter in the choose-your-own-adventure game we call life.

Emboldened by Grandma and the whiskey Coke, I downloaded Bumble and let the adventure begin. I wasn’t exactly in a rush to jump back into another relationship. After all, I’d just ended a short one a few days prior. But, curious about what the dating scene was like in Utah, I told myself I’d download the app and set up my profile just to check it out for the night.

The best part about online dating is you can do it from the mattress rolled out on your bedroom floor with unwashed hair, a stained T-shirt, and no makeup. Which is exactly how I found myself as I lay diagonally across my makeshift bed and began creating my profile. In my bio, I described myself as a short, outdoorsy-ish twenty-eight-year-old with shoulder-length, light-brown hair who had a small ten-pound, scruffy dog named Baxter. With the basics filled in, it was time to start swiping.

Within an hour, I’d swiped right on a few matches and begun striking up casual conversation. I continued to browse the app until I came across Brian’s profile. A handsome thirty-year-old software engineer. His profile featured photos of him hiking and rock climbing and his adorable calico cat. Since I was in the middle of a shift in my career into software development, I figured we’d have a lot in common, so I swiped right and sent him a message.

We ended up messaging all night and into the early hours of the morning, getting to know each other through lighthearted conversations and flirtatious humor. I quickly became smitten in the days that followed as we messaged back and forth all day, every day, and as Brian tried to convince me we should meet in person. I was enjoying our conversation but still didn’t feel ready to date and was self-conscious about my appearance. I’d chosen recent pictures for my profile, so it’s not like I was catfishing, but I’d put on fifty pounds over the past few years and was worried he’d no longer be interested if he met me in person. So, every time he asked to meet up, I came up with an excuse and delayed our meeting for another day.

This continued for a couple of weeks until one evening, I finally built up the courage and asked if he’d like to meet for drinks. We settled on a bar down the street from his condo. I parked outside his place, and I texted him as I arrived. I nervously fixed my hair, checking my makeup again and again before taking a deep breath, reaching for the handle, and finally stepping out of the car. This is it, I thought as I made my way to the front of the building. No turning back now.

As he walked out and our eyes met for the first time, I felt the butterflies turn in my stomach as I tried to decode his expression. I was worried it might be disappointment, but I’d later learn it was the look of a nerdy guy with a limited dating history trying to contain his own nerves combined with the stoic expression he so naturally carries.

We made our way down to the bar for a couple of drinks and great conversation before eventually deciding to head back to his place as the bar emptied out for the night. Heading back to the house of a random stranger I met on the internet sounds like a great way to end up featured in a true-crime podcast, but this felt different. It felt like we’d known each other for years. So, as we closed our tab, I texted a friend to let them know who I was with and where I was going to be safe.

After a recent divorce, Brian had decided to start anew and had recently purchased a small one-bedroom condo from a family friend, moving in just a few weeks prior. As we walked through the door, we were greeted by Dora, his little calico, who I instantly crouched down to say hi to. She was the smallest, most adorable adult cat I’d ever seen. I silently added a few bonus points to the mental ranking I’d been keeping in my head and plopped down on the couch, where I’d hoped she’d join me as Brian stepped into the kitchen for drinks.

When he returned, he put two beers on the hand-me-down coffee table next to us, which we’d each take exactly one sip from and then leave untouched for the rest of the evening as we continued our conversation—meandering through all the topics you’re not supposed to talk about on a first date. We found ourselves deep in dialogue about religion, politics, failed relationships, and everything in between until dawn, when the conversation was still flowing but our energy had dwindled. We both knew it was time to call it a night. We wrapped up the conversation, and I said goodbye to Dora with an adoring chin rub and made my way to the door.

As I reached for the handle, I paused to let Brian know I’d had a great night and hoped to see him again. He agreed from across the room as he nervously avoided eye contact. For a guy who’d seemed to be pretty into me as we were lost in conversation, he sure was keeping his distance. Was he really going to let me leave without even a hug? Our connection felt undeniable, but his body language made me wonder if I was completely off base. We stood awkwardly for a few seconds before I broke the ice. “Do I at least get a hug?” I asked, poking fun at the awkwardness we found ourselves in. He moved in for a quick embrace, and I headed out the door with a friendly goodbye.

The entire drive home, I questioned how I could have been so off about things. We’d spent several hours talking and sharing the deepest parts of our lives. Was I really getting friend-zoned on the first date? As I returned home with the sunrise breaking through my bedroom window, I crawled into my makeshift bed and turned out the lights just as I heard my phone vibrate. I glanced over to see a new message from Brian, making fun of himself and how nervous he’d been as we were saying our goodbyes. He shared how much he’d enjoyed the evening and that he’d been too nervous to go in for a hug, wanting to be respectful and worried it might be too forward for me on a first date. Which I only found more endearing. This man had plenty of wit and game behind a screen, but his nerdy nature shone through in person, which I fell even more in love with.

From that night forward, we were pretty much inseparable. I moved in within a few months. We were engaged by July 2020 and married just three months later, in October 2020, on my late grandma’s birthday—our way of honoring her and our Bumble-inspired meeting.

After what had felt like a lifetime of heartbreak, I’d finally found my person, and I couldn’t have been more excited about the life we had planned. Things had finally fallen into place, life was better than I could have ever imagined, and were in the full swing of the honeymoon phase when we received the news that would threaten our newly poured foundation and change both our lives forever.
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I’d be lying if I said I wasn’t scared of what lies ahead of me but I finally have a path and diagnosis to follow. Certainly not one I’d ever want, but it was the cards I was dealt and now we’re going to learn to play them.

—Instagram post, December 31, 2020




WHO’S GOING TO deliver the crushing cancer diagnosis to the newlyweds in room five? I imagine this had to have been one of the conversations occurring on the other side of the door as Brian and I waited for the results of my final scan. The two of us sat in silence, unaware that soon our new vows would be tested while behind-the-scenes calls were being made, referrals placed, and handoffs prepared.

We’d arrived at eleven PM, and as the clock rounded past four AM, Brian and I were both beginning to doze off. We were awakened by a new doctor who appeared in the doorway. As he pulled up a stool next to the bed, he introduced himself as Dr. Morgan. I took notice of the beaded bracelet he wore on his wrist as he rested his hand gently on the bed, took a deep breath, and softened his gaze to break the news. “The CT scan we sent you for came back. We’ve found a large mass on your right kidney and a couple lesions in your liver. We don’t know for sure, but we think it’s likely renal cell carcinoma, a type of kidney cancer.”

My vision tunneled in as my heart rate, quickly escalating, began setting off alarms behind me. For years I had kept asking doctors if we could rule out cancer in my pursuit of vague symptoms. I’d been terrified of this moment, and the catastrophic worrying had led me to imagine the delivery of this news probably a hundred times before. But now that it was actually happening, it was nothing like I’d imagined it would be. Despite my racing heart, why did I feel so calm? Brian squeezed my hand as I looked over my shoulder and watched him break into tears. That felt like the appropriate response here.

I shifted my gaze back to Dr. Morgan and asked in a calm and steady tone that surprised even me, “Is it terminal?”

I felt the emotion in his response. “We don’t know. We’ll need to run more tests and gather additional information, but we’ve already reached out to Huntsman Cancer Institute and have placed a referral to get you in as soon as possible. We may not have all the answers yet, but you have a whole team of doctors already working behind the scenes to figure this out.”

Suddenly, I recognized the emotion that was washing over me. This wasn’t grief. It was relief. It felt like I finally had an answer to why I’d been feeling off, and it wasn’t all in my head. I wasn’t surprised to hear something was wrong because I had known something was wrong; I just hadn’t gotten anyone to take me seriously. But now we had undeniable proof, and for the first time, I was sitting across from a doctor who not only believed me but seemed to genuinely care. I knew this wouldn’t be an easy road, but at least I no longer had to travel it alone.

As I thought about the appointments and memories that had led to this moment, the emotions finally caught up with me as I remembered the several doctors who had told me I was too young for cancer. The words looped in my head as I tried to make sense of it all before they found their way out without context.

“But other doctors told me I was too young for cancer.” My voice broke, and the grief crashed over me as I finally began processing the news. My blood pressure, now climbing, set off more alarms as I looked at the monitor, concerned. Dr. Morgan reminded me I had just received some pretty distressing news. “That’s a normal response; don’t worry about those for now,” he reassured me.

I focused again on the words circling in my head. “How could this happen? They told me I was too young for cancer …,” I said aloud again as my voice trailed off in disbelief. Dr. Morgan explained that we don’t always know what causes cancer, empathetically apologized for the road that had led me here, and shared that this was personal for him, as his mom had battled with cancer as well. From the hint of sorrow in his voice, it sounded as if she might no longer be here. I wondered if this would be how people were going to talk about me one day too.

As he stood up to leave, I thanked him for answering my questions and being patient with me. I knew he likely had a busy ER to attend to. But he had brought a calming presence into the room and never once made us feel rushed, which I truly appreciated. I was grateful that it was him who delivered the news to me that day.

After he left the room, I turned to Brian and instantly apologized as we both began crying uncontrollably. I felt guilty, like I was robbing him of his future and the life we had planned together. He told me to stop; he wasn’t going anywhere, and neither was I. I squeezed his hand as the door opened and the nurse started to walk back in before being stopped and pulled back by the doctor to give us some space.

A social worker would be in soon to chat and help us process the news. My mind raced while we waited for her to arrive, and I asked Brian to look up the survival rates for kidney cancer. He pulled up a search on his phone and stared silently at it for a while. I wasn’t sure I wanted to find out what those rates were, but I also knew there was no way I was getting through the night without knowing. “It sounds like stage one is often cured with surgery, a survival rate of ninety-three percent.” Wow, okay, those sounded like good odds, but what did stage one mean? Time to Google the definition.


Stage 1: The cancer has not spread, is only in the kidney, and isn’t larger than 7 centimeters.



Hmm, okay, the doctor had mentioned the tumor on my kidney was twelve centimeters and that it had spread to my liver, so that disqualified me from that. What was the next stage?


Stage 2: The cancer has not spread and is only in the kidney but is larger than 7 centimeters.



Since mine was twelve centimeters, it seemed like it could fit in that category if those spots in my liver weren’t actually tumors. What were the survival rates for that?

The next stat was for regional spread, which the article described as the cancer spreading from outside the kidney to nearby structures or lymph nodes. It didn’t say anything about stage two, but from the description, we wondered if nearby structures could mean the liver. Neither of us was medically trained; it felt like we needed a definition for these definitions. Brian read off the survival rate for regional spread: 71 percent. Still not great, but not terrible. I could be part of that 71 percent. Not knowing if I fell into this category or not, he continued.


Stage 3: The cancer may be any size, but it has spread to nearby sites outside of the kidney.



This sounded a bit more like it matched the regional description. So maybe I was stage three? We were still thoroughly confused by what “nearby” meant, so I asked what the final stage was.


Stage 4: The cancer has spread away from the kidney to distant sites or organs. The most common locations kidney cancer spreads or metastasizes to include distant lymph nodes, the lungs, bones, liver, and brain.



We had our answer. The liver was considered a distant organ. My stomach sank. Could I really be stage four? Afraid of the answer, I asked what the odds were for stage four. In a soft, defeated tone, Brian replied, “Eight percent.”*

My eyes welled up with tears. Crushed, I muttered out a response. “That’s not zero …” I looked down toward my feet at the end of the bed and repeated softly back to myself, “Eight percent isn’t zero …” I looked back over at Brain, tears pouring down my face. “I’m going to beat this … I’m going to fight; eight percent isn’t zero. It’s not impossible. Even if there’s only a one percent chance I can make it, I can beat it,” I insisted.

His tears matched mine as they fell from his eyes, trailing into his beard. “Yes you will.”

I didn’t believe a word coming out of my mouth. Who was I to think I would be the one to defeat the odds? Just an hour earlier, I couldn’t even get through a CT scan without a panic attack. Surely, the victors over cancer were much stronger than I. But the words provided a comforting distraction that we’d repeat through the onslaught of tears, trying to convince ourselves this wasn’t the end.

Within a few minutes, the door opened again. This time, a woman walked in with a clipboard and introduced herself as Lisa, the social worker on staff for the evening. She pulled up a chair and said, “Tell me what’s going on.”





	* Thanks to advancements in treatments, that number has since risen.
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They said I was too young for cancer.




“THEY THINK IT’S cancer,” I shared as emotion filled my voice and the disbelief creeped back in. “But they said I was too young for cancer,” I whispered as the tears gave way.

“Who said you’re too young for cancer?” Lisa replied in a soft and concerned tone. I struggled to speak through the tears, but after a few deep breaths, in an attempt to regain my composure, I tearfully walked Lisa through my history and how we’d ended up here.

It all began about a year and a half before I landed in the ER, when my blood pressure was flagged for the first time.

I’d recently moved to Utah after my grandmother passed and had set up an appointment with a new ob-gyn for an annual check-up. As they were grabbing vitals, I watched the shock on the nurse’s face after she caught the reading. “One sixty-five over one sixteen. That can’t be right.” The cuff reinflated as she ran it again. “One sixty-three over one fifteen … do you normally have high blood pressure?” she asked, confused.

I didn’t think I’d ever had an issue with it before, but honestly, I’d never really checked, and it’d been years since I’d been to a doctor. I remembered feeling winded as I walked up the stairs of the building to get to the office. Not knowing how blood pressure worked or even understanding how high those numbers were, I’d told her I’d been quite tired and just finished an energy drink before walking in. “Maybe that’s why it was high?” I suggested.

“Maybe,” she said as she nodded her head, logged the reading into the chart, and let me know the doctor would be in soon.

A blood pressure that high in a twenty-eight-year-old should have been a red flag, but I had no idea just how high it was, and the doctor never brought it up, so I didn’t think much of it. Instead, in the appointment, we focused on getting me up-to-date with my Pap smear, and I asked about the new painful cramps I’d been getting.

I didn’t think they were menstrual cramps, as they never coincided with my period—normally, they were at their worst a week beforehand—but they were extremely painful and would double me over anytime they appeared. The doctor assured me it was pretty normal and could still be menstrual cramps, as some women get cramps the week before their period begins. They didn’t feel normal; the cramps were debilitating at times, and I’d never experienced them with that degree of pain. I began to wonder if I’d developed a low pain tolerance over the years and just needed to suck it up. Feeling embarrassed, I dropped it, and we wrapped up the appointment.

That summer, I continued to struggle with the cramps but had slowly learned the cycle and triggers at which they seemed to appear. They were always at their worst about a week before my period, and especially when I ate specific foods. So I started avoiding anything that would trigger the pain. I didn’t eat before going out to ensure they never hit me at inconvenient times and pretty much accepted this was my new normal. Over the next few months, I also battled with extreme fatigue and mood swings that would hit me out of nowhere. I chalked it up to the fact that I’d just gone through a few major life changes, my grandma had passed, and I was in the middle of trying to switch careers.

But just a few months later, I reached a breaking point. I’d gone back to work full-time, this time in a new role as a software engineer, and I had just been given my first project to work on. I’d been struggling with the code but wanted to prove myself, so I was working fourteen-hour days, determined to figure it out. But by the end of the week, I was running on very little sleep and had a splitting headache that I couldn’t shake. I also had some nausea setting in and had become lightheaded when I walked around. I started Googling for headache relief and causes before coming across high blood pressure as a common culprit in several of the results. I remembered how the nurse at my ob-gyn appointment seemed shocked by my blood pressure. I wondered if it still might be high. Since Advil and Tylenol weren’t working, I bought a blood pressure monitor to check if that could be the cause.

When I got home, I opened the package, sat down, followed the instructions, and tried to match my positioning to the picture. I pressed start, and it began to inflate around my wrist, squeezing tighter and tighter. When I saw 157/110, I looked at the chart on the instruction manual. My reading was clearly into the red zone. Could that explain my headache?

The anxiety continued to build as I turned to my trusty friend Google again to find out how high blood pressure can be before you need to be concerned, but I found mixed and conflicting answers. I decided to call my mom, whose best friend was a physician assistant, to ask her if I should be worried as I continued to retest. 162/115, 163/117 … the readings were consistent but slightly rose as my anxiety built. With consistent readings over 160/115 paired with not feeling well, my mom suggested I get it checked out either by a doctor or the urgent care. I didn’t have a primary care physician at the time. Being young, in my twenties, I hadn’t ever seen the need. Hindsight’s 20/20. After this event kicked off my health journey, I’d find myself with several PCPs along the way, trying to find the right fit and in pursuit of answers to my symptoms.

After grabbing one final reading at 170/120, I decided to heed the advice. As the urgent care did their workup, they clocked my resting heart rate at 165 and sent me straight to the ER for the rapid heart rate. After a whole lot of waiting, a couple labs, and an EKG that showed a fast but otherwise normal rhythm, they kept me for a few hours until my blood pressure dipped below 140/110, told me it was likely just anxiety, then sent me home with a pamphlet on panic attacks. They recommended I follow up with my primary care and a cardiologist to rule anything else out, which would soon kick off the wild-goose chase I’d find myself on for the next year.

For the rest of 2019 and all of 2020, I found myself in and out of nine different doctors’ offices, looking for answers. Each one was surprised by my heart rate and confused by my high blood pressure at such a young age, but all of them came to the same conclusion again and again: it was anxiety. By the end of 2020, I’d had three different anxiety diagnoses added to my chart—generalized anxiety, social anxiety, health anxiety—a referral to a psychiatrist, and a workup for both OCD and PTSD.

I’d battled with anxiety most my life, and although I knew this was different, I couldn’t find a way to properly communicate it. This wasn’t just fleeting moments of anxiety from standing onstage or presenting to a roomful of people, the kind that subsides when you move out of the spotlight. This was a struggle I had every day. With a heart rate that often hovered around 135 to 160, it felt like I was constantly running a marathon while being chased by a bear. This was not normal.

However, I didn’t have the language to communicate and convey that properly. I struggled to stand behind my convictions when challenged and didn’t have confidence in speaking about my symptoms. When people share my story these days, the relentless advocating I had to do for myself often becomes a highlight. But the reality is that it was a skill born out of necessity, not nature, and I was absolutely miserable at it in the early days.

Every time I walked into an appointment, sat down, and it came time to talk about my symptoms, I’d start listing them off:


	Fatigue

	Loss of appetite

	Weight loss

	Diarrhea

	Hair thinning

	Abdominal cramps

	Rapid heart rate

	High blood pressure

	What felt like swollen lymph nodes in my neck

	High platelets

	Periodic night sweats



I’d only get about halfway through the list before I’d watch them glance at my chart and see their body language shift. I knew what that meant. They’d spotted the anxiety workup in my history and were now processing this information through a new filter. So when it came time for follow-up questions, fearing judgment, I’d always retreat.

The abdominal cramps that came around the same time every month, was I sure they weren’t menstrual cramps? I didn’t think so, but I guessed they could be.

Fatigue, loss of appetite, and hair thinning often present with stress. Had I been feeling anxious lately? It would have been lying to say no. Since we’d found my rapid heart rate and high blood pressure in the ER, I’d been living in a constant state of worry as I searched for answers.

Naïve to the medical system as well as a people pleaser, I took these questions as an evaluation of my character, not an opportunity to add clarifying detail. They were the experts. Who was I to disagree with their suggestions? The issue began to compound as I slowly began adopting their explanations as my own whenever I presented to a new provider or returned for follow-up.

Soon, I started focusing on the main symptoms that affected my day-to-day: the rapid heart rate and high blood pressure. These were areas that I was often far more worried about than the doctors I was seeing. They were convinced it was anxiety and that we needed to get it under control, but I was convinced it was a bigger issue. Which only, in turn, amplified the anxiety, resulting in a vicious circle. And I left the rest of my symptoms as honorable mentions as time permitted, typically followed by my own disclaimers and dismissals so I wouldn’t sound like a hypochondriac with a long laundry list of issues.

My hair thinning and abdominal cramps became add-ins I’d toss in at the end
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