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Foreword


How can one teenage girl change the world? 

I first met Olivia Goodreau when she was just thirteen years old. She had just finished delivering a deeply moving and thoughtful speech to the inaugural working group at the headquarters of the Department of Health and Human Services in Washington, D.C. This working group included every high-level stakeholder in our community: academic researchers, medical providers, government policy-makers, patients and their caregivers. Her story had their rapt attention, as well as mine. I was so impressed and inspired, I had to meet her. At the time, I was a 43-year-old Air Force Colonel, a combat-proven fighter pilot, about to be unceremoniously medically retired from military service due to my own chronic illness. The truth is, in that moment, I was feeling angry, abandoned, and betrayed, and hurt, by the larger healthcare system. But thanks to Olivia, a true force of nature, I came away thinking, “We can change things for the better.” 

When I met Olivia that day, she approached me and got right to the point. I immediately admired her confidence and poise. She asked me if I would help her in the fight against the “invisible illness” we both were fighting. I couldn’t say no. I answered, in my typical fighter-pilot language, “I would be happy to be your wingman. You’re our flight lead.” After 20+ years in the military, I’d learned how to recognize courage, skill, bravery, and leadership when I saw it. I wanted to be a part of whatever difficult mission she was on. 

So, how does one teenage girl change the world? By being entrepreneurial, creative, and innovative. By being unafraid to go into the lion’s den of bureaucracy, inertia, stigma, bias, and scarce resources. By taking situations that adults see as contentious and turning them into opportunities for collaboration. She’s not distracted, despite the trauma she’s endured; she’s 100% secure in her truth and focused. She’s a tireless and unstoppable voice for all the voiceless sufferers of invisible chronic illness. How can we not be moved that someone so young overcame so much, yet still made it through the worst and reclaimed her life? Despite all she still suffers, she is emotionally and mentally so strong. She shares her story with equal parts power and grace. 

I know this book will leave every reader incredibly impressed and positively changed by Olivia Goodreau. More than that, however, Olivia’s story has valuable lessons for all of us. It’s a lesson in the power of self-advocacy to get access to the healthcare we deserve for ourselves, and then take that message forward to the collective. It’s a lesson of how to be a trailblazer and move forward when momentum seems hopelessly stalled. It’s a lesson in the power of family and friends to provide support and encouragement in the toughest of times. It’s a lesson for policymakers and clinicians in understanding that each patient’s experience is so much more than just part of a data set. By giving voice to the voiceless, Olivia reminds all of us that we have the power to live a life of significance and positive impact. 

But She Looks Fine is a call to hope. In the long hard battle of any invisible chronic illness, it often seems that hope is all we have left. But we also have an entire army fighting with us and for us, and Olivia Goodreau is leading the charge.

Colonel Nicole M.E. Malachowski, USAF, Retired

 

 




I
No Limits 


The bubbles rose up to the surface as I sank deeper into the waves. The ocean was another world. Vast. Blue. Filled with vibrant life. A school of yellow snapper swam up above, their movements in sync with the current. A few spotted eels poked their heads through some small caves, their tooth-filled mouths agape. A lobster stared at me from a ledge, shuffling along the coral. 

I always felt better in the water—it was the only place where it felt like I’d never been sick, never been alone, never been in pain. Scuba diving changed everything for me.

I wasn’t stuck in a hospital bed waiting for another terrible test. I wasn’t going to black out anymore. I wasn’t going to be in pain every time I moved. My hands weren’t trembling. I didn’t feel like my brain was filled with static. I was just weightless, floating in the calm water, listening to the inhale and exhale from the regulator and the bubbles climbing to the surface.

It wasn’t easy getting there. I had to basically do a TED Talk for my doctor, explaining why I should go on this once-in-a-lifetime experience that my school was offering. I had to spend months weaning myself off medications that might mess with my vision and blood pressure while underwater. The hardest part was convincing my parents to let me go. I had to make a completely different presentation to them. ‘If I was able to go on this trip with my friends,’ I told them, ‘I would be able to feel like a normal person again.’ They eventually agreed, feeling better about the whole ordeal once they found out I would have to practice in a pool first in order to get my certification. 

We left for our trip in April, having studied all year for our written test and practiced in pools up in Boulder. It was 5 a.m. when I met with ten other classmates at the airport. Everyone seemed half awake as they went through security, and most of us slept on the flight. I sat next to Skylar, my best friend, as she leaned against the window. She had seen me at my best and worst, never once leaving my side no matter how sick I was. She always made sure that we would have fun, even when I couldn’t get out of bed. In my mind, she’s like a sunflower, always looking on the bright side. Our dive trip was scheduled over her birthday, and this would be the first time she would spend it without her parents. I could tell that she was homesick already, so I made it my personal goal to make sure she was surprised with a party on the beach. My suitcase was the heaviest out of the group, Skylar having laughed at the perfect ‘50.0 lbs.’ that had read on the scale. 

“Liv, I don’t think you need to pack your entire skincare routine for only five days.” She smiled, tapping the side of the suitcase with her foot.

“I can’t afford to get a wetsuit tan right before summer. I needed to have all the essentials!” I replied. But little did she know that half of my suitcase was filled with party streamers, gifts, hats, and even a tiny piñata for her surprise. 

With only a few bumps the plane ascended out of Denver. Like Skylar, I spent most of my time asleep or dozing off, each of us taking turns leaning on the other’s shoulder. The group watched from the little windows and eventually there was water beneath us, first a deep navy shade that would eventually turn into a bright turquoise. Our eyes were glued to the sea until we landed. By the time we reached our hotel, we were tired and hungry. Room assignments went without a complaint. Skylar and I were assigned a room together, to no one’s surprise. When we finally lugged our bags up to the second floor and into our room, we simply collapsed onto the beds. Unpacking would have to wait until the morning. 

I’ve never lived on a farm or a ranch before. I don’t think I would ever want to, after being abruptly awakened by a very persistent rooster. How he got onto the second-floor balcony, I don’t know, but he clearly had a mission of waking everyone up right as the sun rose. I could hear the door from the boys’ room open outside, one of them having the energy to shoo away the bird. I checked the clock: 6:55 a.m. I would be underwater in an hour. 

After breakfast, we all boarded the dive boat with our scuba gear in hand. Skylar was my dive buddy, so we set our things across from each other. I found time to decorate our room when I told her to go get us a table for breakfast, that way we could celebrate once we got back. Walker, one of the tallest boys in the grade, set his stuff next to mine. He was worried about jellyfish and sharks, and our dive master quickly found joy in teasing him about it. Once everything was secured, we all went up to the bow, sitting on the edge and letting our legs hang over the side. The boat lurched as the engine came to life, and we slowly drifted out of the harbor. 

Flying fish leapt up around us, following us through the waves. Turtles swam alongside the boat, their green and brown shells shining through the water. The cool spray of salt water hit our faces as we made our way to our destination. 

The guides dropped anchor and we pulled on our wetsuits, laughing because it was so hard to get them adjusted. The day before we’d been reminded of our procedures that we’d be tested on — what to do if we ran out of oxygen, how to clear our masks and not panic if we needed to take them off underwater. I didn’t feel frightened by any of it. I was exhilarated. Before we stepped off into the water, our instructors told us that our depth limit was sixty feet, pointing to our individual depth gauges attached to our BCDs. 

But I wanted to see just how far I could go.

I was tired of limits. For years I’d struggled with a mysterious illness that had kept me from all kinds of ordinary adventures and changed my life forever. And the only reason I had gotten through it was because I wouldn’t accept other people’s ideas of what was possible for me. Doctors had told me I couldn’t get better, and I had shown them they were wrong. I proved them wrong. I broke their limits and defied their odds. Nothing was going to stop me. Nothing could.

I checked my depth on the gauge. Exactly sixty feet. 

I dove deeper.

 

 




II
Blue Dogs


I didn’t realize how sick I was until I got cards sent to me from my entire class in second grade. Up until that day, I just assumed that when my classmates got sick and missed a few days of school, they were in the hospital too. Looking back, they probably had head colds or stomach bugs, but I had always thought they were getting blood drawn or liver biopsies like I was. Or maybe they were spending the night and getting an IV. To me, this was a normal event in a little kid’s life. 

But we never wrote cards for those other kids when they were out of school. If the whole class had stopped everything to write to me, something must be really wrong. This was out of the ordinary. My mother laid the cards at the foot of the hospital bed for me to look through. 

Skylar had drawn a picture of a pretty flower, using stickers and glitter glue. Walker had written “Get Well” with big scrawling letters. My friends Avery and Ellie had made one card for me together, showing all three of us playing soccer. Bennett, the most popular boy in the grade due to his flowy Justin Beiber hair and who all of the girls had a crush on, had made me a card with a blue dog on it. Blue was my favorite color and I loved dogs more than anything. How he knew these things was beyond my knowledge, and my mind started to race for answers. Did mini-Justin Bieber himself have a crush on me? For a moment that felt like the most wonderful, special, amazing thing in the whole world. Until my gaze fell upon the pile of get-well cards in my lap. Yeah, something was definitely wrong.

The hospital room had one small window that looked out to the gravel-filled roof of another building. My mother was sitting on the plastic hospital chair, where she had been expected to sleep for the past few nights. Through the open door I watched a nurse push a girl in a wheelchair down the hallway. She had dark circles under her eyes, her collar bones showing through her hospital gown. Her eyes were glazed over, staring at the floor as she was wheeled away. She looked like she might be dying. I wondered if I would be looking like that soon. I wondered if I might be dying, too.

I’d started blacking out just as the school year began. We’d been up in the mountains with some family friends and were about to eat dinner. I tried to sit down at the table and ended up completely missing the chair and landing on the floor. The world felt upside-down and inside out. I reached out my hands as if I was balancing on a tightrope in order to steady myself, but even then, my fingers seemed to be bending and twisting. 

One of the adults present, a doctor, rushed over and asked me what was going on. “Describe what you are feeling,” he said as I came to. “Was it like you were spinning or was the room spinning?”

“Both,” I said, rubbing my eyes to try and get rid of the feeling. The room felt warped and wobbly. My whole body was numb. “It’s like when your leg falls asleep, that feeling, only everywhere.”

“Have you been drinking enough water?” 

Ah yes, the famous Colorado advice. “Drink more water.” “The altitude is getting to you.” “You must be dehydrated.” I can’t tell you how many doctors would tell me that was the problem in the years to come.

After that, things only got worse. A few days after second grade started, we were lining up table by table to go wash our hands before snack. I stood up when my table was called and found that I couldn’t see. And this wasn’t the “blurry vision” type of not seeing. It was total darkness. It felt as if I had jumped into a lake at night and opened my eyes underwater. There were no gradients or hues, just complete black that replaced my eyesight. I stood there, frozen. The only thing that kept me from completely freaking out was that the chatter of the classroom continued, and I could smell oranges and cheese sticks from the snack basket. I didn’t want to cause a scene and start some rumor, so I felt around for my chair before sitting back down. I could hear the rest of my table leave, and all I could do was stare into the void that surrounded me.

“Olivia?” I heard my teacher say in a questioning manner. “Olivia.” Her tone changed from curiosity to worry as her voice got closer. “Olivia!” 

I flinched as something — no, someone, grabbed my shoulder. With that one touch, the abyss that I was gazing into seemed to be filled with color again, and the worried look of my teacher. The room had gone quiet, and I felt a wave of embarrassment wash over me. I pretended like nothing had happened, getting up to wash my hands at the back of the line, just as confused as the rest of the class.

Only it kept happening, and it kept getting worse. It seemed that in a matter of days, a honey-like atmosphere had engulfed my world. It felt like I was wading in it, fighting to move. I started to feel so tired as if I was surrounded by some honey-like atmosphere that I had to fight through to do anything. My back turned into a wooden board. My feet became cement blocks. My head was a foggy harbor. My blood was a roaring river of fire. My hands were cold to the touch. I quickly found comfort in the bathroom stalls, sitting on the cold tile floor and mentally preparing myself for a day of acting fine. 

“Second grade is a transitional year. It can be hard for kids to adjust,” said our pediatrician when we saw him. Still, he sent me for some bloodwork. But it magically came back normal. I learned a new word that day: Hypochondriac.

My mom begged to differ. Her motherly alarm bells were definitely going off. “There must be a virus going around,” she had said originally. I figured she would fix it, like she fixed everything — another amazing superpower moms like her possessed.

Soccer practice started to become impossible. At first, I asked to be moved to defense from offense because running caused fiery pains to shoot up into my legs and spine. My shoulders would ache. It hurt when I turned my head to watch the ball. A lot of my friends moved up to more competitive teams, but I couldn’t find the energy to continue with them. 

I wasn’t a big reader before second grade, but the moment I quit soccer I started to find myself reading books to pass the time. Reading was a lot like scuba diving, allowing me to ignore my symptoms and become lost in another world. At first, I started with the typical second grade books like Geronimo Stilton and the Magic Tree House. But since I now had the time, my reading quickly became more advanced as I started reading the Harry Potter and Maze Runner series. However, the series that I became most passionate about was Percy Jackson and the Olympians. I didn’t share much in common with British wizards, but I easily found myself in Rick Riordan’s characters. The idea that conditions like ADHD and dyslexia were early signs of being a powerful demigod was something I could totally relate to through my own symptoms, and by the time I was twelve, part of me was hoping a satyr might show up at my door. 

My first surgery was the removal of my adenoids, which my doctor suspected could be the issue. When I woke up, I was handed a red slushie and told that hopefully this would be the end of my symptoms. Drinking the slushie felt like chugging a cup of glass shards, but they told me that was a normal reaction and not a new symptom I had gotten. I expected to be fine by the next few days, but when I still felt awful after a week, I knew the surgery did nothing except make me snore less. A few weeks later, I noticed that my hands would not stop shaking. It got so bad that holding a pencil or trying to type was a challenge. At one point I tried to teach myself how to get prettier handwriting, but even now my writing shows how bad the tremor could get.

I practiced how to keep my balance in case I lost my vision at school. I taught myself to stand with my legs crossed, knees pressing into each other and feet perpendicular. I would rather have kids ask me if I did ballet rather than asking me why I fell over in the middle of class.

My school held a choir concert one night, and I was on the top row with the rest of the taller kids. The whole student body was there, and I started to feel like I was about to collapse. I swayed back and forth, my vision going in and out of focus. I made eye contact with Ms. Rhodes, who was standing on the side of the stage. In a few moments, my choir teacher walked up to the side of the bleachers, grabbing my hand and walking me down to the front row. I was now even more nervous to fall face flat in front of the crowd. At least on the top row I could maybe fall backwards into the curtain like some fancy stunt. Surprisingly, the performance ended with me still on my feet. And as the other parents were wondering what had happened, my parents rushed me out of the school and sped towards the emergency room.
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