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        “Rainbow Girl is an incredibly gripping read that exceptionally captures the autistic experience of eating disorders, which is so rarely discussed. While reading, it felt like I was simultaneously walking with Livia through her darkest and most vulnerable times but also that through her experiences, she was guiding me, sharing the light, perseverance, hope and joy. So much of Rainbow Girl resonates with my own story and experiences as a neurodivergent individual. Livia’s book highlights an empowering and authentic message that I will forever carry with me.”

        — LOU CHANDLER @NEURODIVERGENT_LOU

      

      

      

      
        
        
        “The co-occurrence of eating disorders and autism is prevalent, yet there is an alarming lack of awareness and resources addressing this overlap. The eating disorder treatment approach that works for neurotypicals often does not work for autistics, making stories of lived experience a vital part of understanding the connection. In this regard, Rainbow Girl stands out as a remarkable work that vividly illustrates the link between autism and eating disorders. I am very grateful Livia wrote this book!”

        — BIANCA TOEPS, AUTHOR OF BUT YOU DON’T LOOK AUTISTIC AT ALL

      

      

      

      
        
        
        “Rainbow Girl is more than a book. It is a moving experience thanks to Livia’s embrace of vulnerability and relatable approach to storytelling. She shares her journey in a profound manner that captivates the audience while vividly illustrating the deepest valleys of an eating disorder and the highest summits of recovery. I appreciate Livia’s direct approach to topics that are often marginalized in society and within the mental health community. She never shies away from sharing her true, authentic self, leaving the reader cheering for her throughout. Rainbow Girl is a life-changing resource for many and a narrative-changing piece of art for us all.”

        — JASON WOOD, SPEAKER AND AUTHOR OF STARVING FOR SURVIVAL

      

      

      

      
        
        
        “Rainbow Girl is honest and inspiring. Livia Sara does a beautiful job of capturing the pain and struggle she experienced during her battle with an eating disorder, while also writing with hope and optimism. Her story is sure to be encouraging to many readers. Livia offers insights into her diagnosis of autism and provides important reflections into how being autistic played a role in her eating disorder journey. Teaching us the value of breaking away from certain labels and living a life free to pursue meaningful opportunities, Livia provides a great deal of hope and healing within these pages.”

        — KELLY MAHLER, OCCUPATIONAL THERAPIST AND AUTHOR OF THE INTEROCEPTION CURRICULUM
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      To my clients: for trusting me as your guide and inspiring me to keep improving as a coach. I am never not learning from you, and I am forever amazed by your resilience and commitment to do the hard work. Recovery from an eating disorder is no easy feat! Yet every session, every message, and every testimonial acts as a testimony to how worth doing the hard work really is.
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            THE START

          

        

      

    

    
      I never planned for my life to become such a mess. Quite the opposite, in fact. If I stuck to the rituals and routines that allowed me to feel safe, what could possibly go wrong? So I drew symmetrical rainbows and castles. I lined up the guests’ shoes when we hosted a dinner party. I set up the yellow Playmobil mansion to match the picture on the box, then simply left it for display – not play – as soon as I had finished.

      One of my most vivid childhood memories was the day we moved into a big yellow house of our own in Brookline, Massachusetts. The year was 2005, at which time my family consisted of four: Mom, Dad, me, and my younger sister, Mae. This was already my fourth time moving, but it’s the first move I have a clear recollection of.

      My first actual move was in 2000, when I was just a six-month-old baby. In the late spring of that year, my mom, dad, and I set out on a journey overseas. My mom had received a job offer from Harvard, which no one in their right mind would turn down. We packed our bags (well, my parents packed mine, even though I’m sure I would have wanted to pack them myself), left our little cottage in the heart of The Hague, and got on the plane to Boston that would eventually land us in Cambridge, Massachusetts.

      The Maria Montessori School across the street from our house in Cambridge is where I drew my first rainbow. Whether my special interest in rainbows was nature, nurture, or a combination of the two, the school certainly influenced it. The classrooms in the building were organized by color, the interior of each room matching its corresponding streak in the rainbow. My own behavior followed a similar structure. I had all the stuffed animals of the Teletubbies, watched the show on repeat, and begged my parents to play the theme songs whenever we listened to music. Every single day until the age of ten, I ate the same breakfast, lunch, and dinner. If I liked a specific book, I needed every one in the series. Uncoincidentally, my all-time favorite series was Rainbow Magic, about two tween girls and their adventures with magical fairies.

      Along with drawing perfect rainbows, I was artistically gifted in two other ways: drawing symmetrical castles and tracing coloring pages. I would often offer my most recent creation to one of my parents in the morning before school, then spend the whole day looking forward to a black-and-white coloring page in exchange. As soon as I saw that little stack of freshly printed pages slip out of my mom’s or my dad’s work bag, I would jump up and down in excitement, then race towards the window to carefully tape a blank sheet onto the edges of it so I could trace a new image.

      As a purebred Dutch girl, I knew how to bike practically as soon as I could walk. I have no memory of learning how to ride my bicycle, but if you ask my dad, he will talk your ear off for hours about how he would run after me on my little purple bike. Apparently, I would take off and pedal as fast as I could, fearing that slowing down or stopping would result in an unpredictable yet inevitable fall. I’m sure we still have video recordings of me riding that purple bicycle across the tennis courts of the Montessori school.

      Much more accessible are the old photo albums lining the shelves of the antique bookcase we inherited from my grandmother. From time to time, I adore flipping through them and looking at the photos of me bicycle-kicking my legs as I lie on the scale of Bronovo Hospital, clocking in at just barely over 2 kg (not quite 4.5 pounds).

      When I tell people how small a baby I was, they’re often surprised I was not born prematurely. I was rebellious from the very start, making my mom wait an additional two weeks after my due date to give birth to me on November 19, 1999 (at 11:09, mind you!). I kinda have a thing for the numbers 1 and 9, and maybe I was already planning this from inside the womb. I guess no one will ever know.

      Something else no one will ever know is the impact of my birth experience on my future. It was a sunny November morning, with clear blue skies and not a cloud to be seen. This kind of weather is rare in the Netherlands, where the typical daily forecast is cloudy with an almost certain chance of rain. But not on the day little Livia came into the world.

      Perhaps the beautiful weather compensated for the fear and stress my parents endured during my birth. Every time my mom pushed, the baby heart rate monitor would flatline. What was this all about? First, I decided to be late, and now I didn’t even want to come out? It wasn’t that I didn’t want to come out; I simply couldn’t come out. The umbilical cord was wrapped around my neck twice, cutting off my blood supply every time my mom pushed. The only way I was going to come out was via an emergency C-section. Obviously, I made it; otherwise, I wouldn’t be here writing this book today. Or am I writing this book today because I made it? One of the therapists I eventually saw accused this “traumatic experience” of being the root cause of what developed into an eating disorder, but I’m going to save that story for later.
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            THE GOLDEN RULE

          

        

      

    

    
      Although my life may sound picturesque thus far, how I truly felt was far from ideal. Sure, I attended birthday parties, participated in school activities, and was a star athlete on my soccer and gymnastics teams, but I never felt like I fit in. My interests were so different from those of other girls. I never enjoyed imitating doll voices or having imaginary tea parties, let alone engaging in the never-ending gossip on the sidelines of the soccer field. I wanted to run, score, and win, not chitchat about who had the nicest shoes or the softest scrunchie. During lunch break at school, I was the only girl to play soccer outside with the boys. Yet still, I wanted to be “a normal girl.” I pretended I liked all the things the other girls did, just so I wouldn’t end up alone at their birthday parties. I remember faking reactions to their gossip so they would keep including me in their conversations. I remember commenting on how incredible their Barbie collections were, just so they would keep inviting me over.

      When you’re a kid, you’re practically forced to call everyone your friend. It’s one of the first things you learn in school, along with the Golden Rule of treating others how you want to be treated. Was the girl whose party I got invited to and bought a new Barbie for really my friend, or did I just go to the party with a silly doll because a sparkly pink invitation arrived in the mailbox? When I wrote cards for every classmate on February 14, was it really because I wanted everyone to be my Valentine, or simply because it would be unfair if the popular kids got more heart-shaped cards? Either way, the Golden Rule will forever be one of my favorite concepts. I always tried my best (and still do!) to act from a place of what I would want when I communicate with others, even if this isn’t always socially acceptable. The first and best example that comes to mind is regarding my birthday parties.

      “Mama, can we please plan my birthday party?” I asked this question almost every night before bed. Even when my birthday was months away, I loved nothing more than planning every detail of the upcoming party. What would the theme be? Which cake flavor would match that theme? Should we have the party on my actual birthday or the nearest weekend? And, perhaps most importantly, what gifts did I want to receive?

      I took my gifts very seriously, and when it came to this aspect of my birthday, I naturally applied the Golden Rule. If people were going to buy me presents, I had to ensure I didn’t waste their time. I had to provide clear instructions so they wouldn’t be overwhelmed figuring out the “perfect” gift to give me. I believed this solution was one of the kindest things I could have ever done for my guests. How could it not be? If I were going to their party, I’d want to know exactly what to do to make the birthday person happy!

      So when I was turning eight, I came up with the genius idea of an Allowed Birthday Presents List. The concept was simple: I wrote down exactly what I wanted to receive and assigned each desired present to an invitee. All they would have to do is buy their assigned item, and voilà! I would be happy, and they would be spared the overthinking that often comes with gift-giving.

      Apparently, some of the invitees’ parents didn’t agree. A few days after I handed out my first Allowed Birthday Presents List, my mom got a call from my “friend” Izzy’s mom. Izzy’s mom explained that it was absolutely ridiculous of me to expect such “behavior” to be tolerated, indirectly accusing my mom of allowing me to put out the list in the first place.

      I have always been very independent, and most of what I know is self-taught. When Izzy’s mom called my mom, my Allowed Birthday Presents List was news to her. Thankfully, my mom wasn’t mad. In fact, I’m pretty sure she found the idea to be as genius as I did. My parents know me like no one else, including my need for predictability and order. If my Allowed Birthday Presents List would ensure both of those needs were met, what was the problem? In the end, I did receive the sleeping bag I had assigned Izzy, even if her mom thought the whole approach to ensure I would get it was ridiculous. Izzy was going to buy something for me anyway, so I guess her family figured buying a gift they knew I wanted was the most efficient solution after all!
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            JUSTICE

          

        

      

    

    
      Another distinct birthday memory I have is my sixth birthday party. We hosted the party at our yellow house in Brookline, which we had moved into earlier that year. We spent the morning of the party setting up the interior of our home to celebrate my birthday. In the living room, about a dozen chairs were arranged in a circle for playing musical chairs. The halls of the house were lined with garlands galore, and the birthday girl’s chair was enrobed with my favorite garland of them all. I had placed a large wooden laundry basket near the door for gifts and moved all of my family’s shoes to make room for those of the guests.

      As usual, the kitchen was a complete wreck: the sink was overflowing with dirty dishes, and it was hard not to notice the greasy spots on the stove. But none of that mattered today. The setup on the kitchen table made up for it. A brightly colored tablecloth disguised the punctured wood and fork marks (Mae loved to stab the table with her cutlery, a habit my dad couldn’t stand), and polka-dot plates edged the table in perfect alignment with the surrounding chairs. In the middle stood one of my mom’s famous home-baked birthday cakes (okay, maybe not famous in the traditional sense of the word, but her birthday cakes were simply the best!).

      The cake was in the shape of a six, for which she followed the instructions of a Dutch number cake cookbook. That morning, we had spent hours slicing and assembling pieces of cake, then spreading thick layers of vanilla buttercream frosting on every surface and in every crevice. Because musical chairs was the main event of the party, my mom had used edible ink to draw chairs and music notes across the entire cake, resulting in an event-coordinated masterpiece. Everything was planned and prepared, resulting, without a doubt, in the best birthday party ever! My sense of confident excitement lasted until the third round of musical chairs.

      Tiny and fast as I was, musical chairs was one of my favorite games. I always won, which was why I participated so confidently. The same applied to soccer, gymnastics, and any other activities I didn’t shy away from. If I believed I could win, I would jump right in. So when the music stopped during the third round of the game and Gina pushed me right out of my seat, I was furious. Well, to be fair, I wasn’t initially angry. Gina had simply cheated by pushing me out of my seat, and a quick explanation would keep me in the game and send Gina out. But no.

      “Livia, you’re out!” exclaimed my mom, serving as the game referee.

      “No, I’m not! I was in the chair first! Gina pushed me out!” I responded hastily.

      “I’m sorry, Livia, but Gina is clearly sitting in the chair right now while you’re standing up. You’re out of the game.”

      A tear trickled down my reddening cheek. “Mommy, I’m not out! She pushed me out! I promise! This isn’t fair!”

      My birthday party quickly devolved into a horrible meltdown, one that could easily have been avoided had my mom trusted me. Disqualifying me for no reason was one thing, but allowing Gina to stay in the game despite her cheating? It simply wasn’t right. The injustice was unbearable. To this day, I still get a pit in my stomach when I think back to my sixth birthday party.
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            SISTERS

          

        

      

    

    
      When I think back to my youngest years of sisterhood, I feel eternal joy. For as long as I can remember, I took pride in being the oldest sister. I wanted to be a role model, the person my sisters could turn to whenever they felt lost or needed an answer. I wanted to be their unconditional guidepost, the one person they knew would always be there for them. To my surprise, my sisters played a mutual role just as big in my life. In fact, I cannot even remember being an only child.

      Mae was born in May of 2002, making our age difference a mere two and a half years. But our closeness defied any age difference at all, as Mae and I did everything together. When we were little, we wore matching outfits and pretended to be twins. We baked together and shared boxes of mac and cheese after school. We sat side by side in the big chair in front of the TV and watched shows punctuated with fake laughter until our eyes glazed over. After our parents kissed us goodnight, Mae would often crawl out of bed, carefully climb up the bunk-bed ladder, and join me on the top bunk. We would giggle and say “shhh!” to make sure our parents didn’t catch us. We were as close as sisters could be, and when Amélie was born, there were three!

      That was in March of 2006. It seems like just yesterday that I held Amélie in my arms, full of pride that I was now the oldest of not two but three girls. When my parents initially suggested the name Amélie, I was the first to exclaim, “That’s it!” I couldn’t have been more excited that her name contained her two older sisters’ names, with “mé” reflecting “Mae” and “lie” reflecting “Livia.” The amalgamation of both my and Mae’s names symbolized a unity now bound by letters. Nowadays, we often call Amélie “Amie,” which translates to “friend” in French. I’m a sucker for finding the deeper meaning in semantics, Amélie’s birth being one of the earliest illustrations of that passion. My mom is incredibly indecisive, so I’m positive she appreciated my quick confirmation. I was, after all, her oldest daughter, so my opinion mattered!

      Most of my time growing up was spent with my sisters. I loved taking care of them, but more importantly, I could be myself around them. I didn’t have to pretend to be someone I wasn’t. I was simply their older sister. When I was with people my own age, I always wore a mask. Pretending to be someone else is exhausting, so I didn’t spend much time with others outside my family. Of course, it’s impossible to keep – let alone make – friends when you aren’t willing to invest time and energy in those relationships. This difficulty with friendships wasn’t evident until much later, however.
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            FRIENDS

          

        

      

    

    
      “Mommy! I have a new best friend!” I exclaimed after completing my first day of kindergarten at Lawrence School. The highly reputable public schools were one of the main reasons my parents had decided to move to Brookline in the first place. My transition from being an outsider in my own world to suddenly running home and begging for a playdate must have been the best confirmation of my parents’ decision. Lexi and I instantly clicked that first day because she was the only other girl who actually wanted to do something purposeful. She was the only other girl who didn’t want to talk about their dolls; instead, she came up to me and asked if I wanted to play checkers.

      At first I was nervous. All my prior friends had been boys, probably because I loved running and playing sports as much as they did. Thankfully, a game of checkers didn’t involve much talking, which gave me the chance to determine whether I could potentially warm up to Lexi’s presence. This didn’t take long. After just a few diagonal moves across the checkerboard, Lexi and I realized that the time we would spend together would go far beyond a simple game. I learned she was a gymnast like me, and that same year, we would both score spots on the same soccer team.

      From that first game of checkers, Lexi and I were inseparable. We did backflips on her trampoline and played double Dutch. We had lemonade stands and baked endless batches of chocolate chip cookies and fudge brownies. Lexi became part of the family. We introduced her to Dutch holidays such as Sinterklaas (Saint Nicholas) and played Dutch board games such as Ganzenbord (Game of the Goose) and Mens erger je niet! (the American version of which is called Sorry!). When she slept over, we would wake up to the buttery, sweet smell of my mom making poffertjes, mini Dutch pancakes that were the only exception to my usual bowl of Froot Loops or Cinnamon Toast Crunch that I allowed. For the first time in my life, I could be myself around a girl I was not related to by blood.

      Over time, Lexi and I grew apart. As we progressed through elementary school and classes began to mix, Lexi started making new friends. But I didn’t, nor did I want to. Lexi was my friend, and I didn’t want to share. Unfortunately, Lexi’s friendships were out of my control. I was without a best friend until fifth grade, when I met Mila, who had recently transferred from another Brookline public school to Lawrence.

      Even though Mila wasn’t an athlete like I was, her honest personality and unique sense of humor brought us together. I convinced her to play soccer outside with me while the rest of the girls in our grade stayed inside to gossip, and I taught her how to ride a bike without training wheels. She loved good food as much as I did, and we taught ourselves to cook and bake by tasting and criticizing each other’s creations, like in the reality TV show Chopped.

      Now that I think about it, my friendship with Mila was almost inevitable. Like mine, Mila’s family wasn’t from the US. Because she had recently moved, she was just as much in need of a new friend as I was. So it was that, at the end of the first day of fifth grade, I ran home, yet again exclaiming, “Mom! I have a new best friend!”

    

  


  
    
      
        
          
            6

          

          
            NUTRITION CLASS

          

        

      

    

    
      In fifth grade, we started learning about nutrition. That was the first year our health was to be evaluated by the school nurse, including height, weight, and various forms of fitness. As soon as my teacher, Ms. Raven, informed the class of what we could expect in the upcoming months, I grew as stiff as a board. Competitions of any kind stressed me out, but competitions that involved measuring athletic performance brought this stress to a whole new level.

      For instance, before the PACER test, which involves running back and forth at a pace that gets progressively faster after each beep, my gym teacher said, “Remember, everyone: this isn’t a competition.” But it was a competition, both the PACER and the rest of the fitness metrics we would be measured by. My identity was tied to athleticism, and this competition was going to prove that I was the best. To optimize my chance of winning, I needed to optimize my health. What better way to do that than to apply everything I was learning in health class to my life?

      During class, I diligently took notes on weight, diet, and exercise. I wrote that a healthy weight is one that falls within a certain BMI range. I wrote that you should always choose an apple instead of a cookie. I wrote that you should exercise for at least sixty minutes each day. Every statement I learned related to health translated into a rule in my black-and-white composition notebook. These new rules meant that a lot was about to change. I could no longer eat my favorite cereals for breakfast. I had to swap white bagels for whole wheat bread. Instead of baking, Mila and I would have to find a more beneficial way to spend our afternoons. Namely, training for the FitnessGram.

      “We’re going on a diet!” I told Mila as I handed her the health program I had created for us. After hearing about the FitnessGram from my gym teacher, I used my parents’ big iMac computer to research what this fitness evaluation program entailed. Along with the PACER test, we had to perform push-ups, pull-ups, sit-ups, and flexibility moves. The training program I had created for Mila and me dictated that we would spend sixty minutes being active after school every day. I already had soccer and gymnastics practices scheduled throughout the week, so I didn’t necessarily need to exercise for another full hour each day. But I did it anyways because the rule in my notebook stated at least sixty minutes of daily physical activity. Besides, the more, the better, right?

      I ran around the block as Mila bicycled after me. I joined the cross-country and track teams and showed up to school an hour earlier to practice. I started running around the Muddy River with my mom and dad, often leaps and bounds ahead of them as they panted after me.

      “Wow, she’s so fast! You must be such a proud parent!” nearby dog walkers exclaimed. I would grin discreetly, then quicken my pace. I was on the road to winning the PACER and getting a perfect score on all the other elements up for evaluation.
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            FINANCES

          

        

      

    

    
      Even while I was obsessed with my physical fitness and nutrition, it was during my training for the FitnessGram that I stopped feeling hungry. By this time, I had been packing not only my own lunch for school but also lunch for my two sisters. My dad had been laid off from his graphic design job a few years earlier and had seized the opportunity to take care of us while my mom continued to work full-time as a cancer researcher in Cambridge. Even though my dad had chosen his role as a stay-at-home dad, he was always complaining. He groaned about how all three of us kids had different taste preferences, making the assembly of our lunchboxes more difficult than that of a 1,000-piece puzzle. He called himself a “taxi driver” when he drove us to and from sports or extracurricular activities and a “cleaning lady” when he stood above the sink, soaking bowls whose interiors were encrusted with the remains of mac and cheese or sticky milk and cereal.

      The constant quarrels between my mom and dad always gave me a stomachache, so I did my best to relieve my father of his irritants. I obviously couldn’t take over driving or other grown-up responsibilities, but I could take over the lunchboxes and keep the sink empty. Making our lunches was a win-win for everyone; I could pack according to the rules of my new health plan, and my dad could sleep an extra hour.

      For myself, I packed sprouted multigrain bread with a thin layer of peanut butter made from 100% peanuts and sugar-free jam. Even though I didn’t mind the crusts, I trimmed them off to cut back on calories. Because I didn’t want to hurt the crusts’ feelings by throwing them away, I’d eat them for breakfast instead of my usual bowl of sugary cereal. This was definitely a huge adjustment, but at least I could still taste hints of the peanut butter and jam. While I savored every bite of the bread trimmings, I was already dreaming about lunchtime; then I’d get to eat my real PB&J. The crusts were just my appetizer.

      For my sisters, I packed the same thing, but different. Instead of multigrain bread, I gave them dense white bread. Instead of the thin layer of all-natural no-sugar-added peanut butter, I gave them a thick smear of creamy Skippy. Instead of the aspartame-laden jam, I specifically selected the jam with the highest calories at the grocery store. This one happened to contain high-fructose corn syrup, a food that was written in the OFF-LIMITS section of my composition notebook. Ms. Raven had said that high-fructose corn syrup could contribute to obesity, and obesity was the last thing I needed if I was going to win the PACER.

      Now, don’t get me wrong. I didn’t want to make my sisters obese either. I just had to be certain they were eating more than me. I became so furious when their lunches came home half-eaten that I would stomp my feet and burst into tears.

      “They don’t appreciate my efforts!” I yelled when my parents asked why I was so upset about something as insignificant as them leaving two bites of a peanut butter and jelly sandwich.

      “What can we do to help you calm down?” My parents would lay a hand on my shoulder.

      “Mae and Amélie need to finish their lunches. Look, I did!” I replied. I held out my arms to show them the empty contents of my lunchbox.

      “Okay,” my mom or dad would utter tiredly, calling in my sisters to finish whatever was left of their lunch.

      “I don’t want the rest of my food,” they would say. “I’m full!”

      I’m sure they were full, as the half-full lunchbox scenario often happened when the whole family was home, after my sisters had grabbed snacks with their friends or eaten the copious amounts of desserts I baked. But then I would stomp my feet and burst into tears again, not stopping until my sisters gave in. They would grudgingly pop the now stale pieces of bread into their little mouths, allowing me to breathe again.
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            WORRIED

          

        

      

    

    
      Even the temporary relief of my sisters finishing their lunches was lost when my mom got laid off in January 2011. I was about halfway through fifth grade, submerged in the pressures of harder tests, training for the FitnessGram, and the increasing seriousness of my sports. This couldn’t be! I thought as I lay wide awake at night, fearing we would be evicted from our house. If that happened, we would end up in a shelter, and I would no longer be able to make my own food. All our income was thanks to my mom’s job, which was now gone. What was I going to do?

      Not one to leave anything up to chance, I tried to take control. I ran lemonade stands outside our house, which to this day my dad calls the start of my entrepreneurial journey. At one point, I even started selling my drawings to people walking down our street! I baked even more so I could hold bake sales in the school playground. I added more butter and sugar to whatever I was making, so that everyone who indulged in my treats would moan even more deeply with pleasure and delight. At the same time, I ate less to save on groceries, insisting that I didn’t want to burden my parents more than I already was.

      I did whatever I could to support the family, but I could tell my mom was still stressed. My efforts would never be good enough. So I turned even more fiercely to what I knew I could be good at. I stopped hanging out with Mila after school to make more time for homework. I got straight As and infinite praise from Ms. Raven. I completed my daily miles even faster, leaving me more time to clean the house.

      In May 2011, the day I had trained for had finally come: it was time to run the PACER. I didn’t sleep the whole night prior as I trembled with nerves, but I was full of energy that morning. I had spent months preparing for this; now all I had to do was execute. Not surprisingly, I won! I had proven myself and my athletic capabilities, which meant I no longer had to keep training. But somehow, breaking my grade level’s record on the PACER test – as a girl at that – didn’t make a difference. Instead of being relieved that this challenge was over, I felt even more pressure to keep going.

      When I came home from school that day, I told my mom I wanted to run a marathon. “I want to raise money for cancer!” I exclaimed, secretly hoping we could also save some of that money to support our family.

      “What a lovely idea for the future,” my mom replied gently, half gazing at her computer screen, where a LinkedIn page was displayed. The future? What did she mean, the future? I wanted to run a marathon now! I needed something new to train for.

      “You’re a bit young, honey,” she reassured me. “Eleven-year-olds shouldn’t be running marathons. Besides, you’re running so much already!” I could hear the worry in her voice. For the first time since she had lost her job, it was worry about something other than her work. She was worried about me. But why?
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            NATALIE’S OFFICE

          

        

      

    

    
      It all unfolded in June of 2011, the moment we stepped foot in the small office of Natalie, my favorite pediatrician at Harvard Pediatrics.

      “So, tell me – what’s been going on, Livia?” Natalie’s voice was the cheerful one I associated with her. I shrugged as I stared at the blue-speckled tiles that lined the floor. Before I could even ponder a word, a phrase, anything, my mom interrupted: “She hasn’t been eating enough. She’s always running. She doesn’t spend time with anyone anymore, and every conversation nowadays seems to be about food!”

      “Is that so?” Natalie turned slightly, shifting her gaze from my mom to me. Though I was still staring at the floor, I could feel Natalie’s eyes like lasers beaming onto the crown of my head. I was cornered, a wild animal realizing its visibility on a trail where hunters are actively seeking prey. The metallic base of a tall body scale was apparent from the corner of my eye, but I kept my head locked into position, fearing that even a glimpse at the scale would somehow trigger Natalie to make me step on it. I knew why we were here long before Natalie had asked me her initial question.

      “I know I lost some weight,” I murmured, almost inaudibly.

      “How about we take a look?” Natalie responded, still cheerful as ever.

      Dammit.

      I got on the scale reluctantly, already aware of what the number would read before my bare feet met the cold metal. I had weighed myself that morning, just like I had every morning for the past three weeks.

      “What does it say?” my mom asked insistently, balancing on the edge of her seat, unable to read the number from a distance.

      Natalie answered my mom and finished with, “Let’s get a height, too.”

      The forty-five-minute conversation that followed was like a pinball machine that bounced between dozens of phrases containing the words BMI, growth curve, and zero percentile. I had lost just a couple of pounds since my eleven-year well-child visit a few months prior, but it was enough to put me below the growth curve for my age and height. Natalie told me about the importance of healthy eating and highlighted the benefits of carbs and fats. She explained the growth curve to me, drawing her finger along the bottom and eventually pointing to my position on the chart.

      Did she think I was ignorant or something? I knew what healthy eating meant! It’s what I had been doing ever since we started learning about it in class. If anything, Natalie had to brush up on her knowledge of nutrition. She said whole milk was good for me. Clearly, she was not familiar with the part in our textbook that read, “Aim for three 8-oz. servings of low-fat or skim milk products each day.” Every time she mentioned a food I should be eating, I hit back with a piece of knowledge from my research. But somehow, my words seemed to go in one ear and straight out the other. When I realized this, I just started nodding, ambivalently agreeing to eat more from now on.

      And I did. A few days after that visit with Natalie, my mom got a call from Dana-Farber Cancer Institute. She had just landed a position as a senior scientist. Woohoo! We were safe! When my mom announced the terrific news at the dinner table that night, I ate my entire plate. I didn’t skip dessert either.

      A month later, we were back in Natalie’s office for a follow-up visit. I was praised for my weight gain and told to continue my healthy eating patterns, which I would do without a doubt. Life was so much simpler when it was predictable, and I no longer had to worry about the responsibilities that come with friendship and spontaneity.

      Every day was the same. Upon waking, I would do my exercises, make my bed, and brush my teeth. I would go downstairs to make the lunchboxes, saving my crusts for an effortless breakfast. At the same time, I would hound my sisters to finish their cereal, not taking my eyes off them until they also drank the sweet-flavored milk that remained in the bowl.

      From 8:20 a.m. to 2:20 p.m., my sole focus was school. The only time I spoke was to answer one of Ms. Raven’s questions after she’d called on me. Mila no longer came outside to play soccer with me. Instead, she joined the other girls in their gossip about who-knows-what. Whereas I used to care, I didn’t have the energy to occupy my mind with anything other than food, exercise, and keeping the house clean. I no longer had the energy for sports, either. On the days I had soccer or gymnastics practice, I woke up already counting down the hours until the sport was over. I felt exhausted and lifeless, with eating being the only thing I looked forward to.

      In July 2011, we were back in Natalie’s office for the third time that year. This time, however, my mom didn’t go on about my food choices or rigid exercise routine. My obsession with order and routine seemed to have become a routine in and of itself, so much so that my family had gotten used to it. I couldn’t imagine what there was to worry about now.

      “She seems so depressed,” my mom said. Based on her tone of voice, I was certain she was the one who was truly depressed.

      “Can you tell me a little more about your mood, Livia?” Natalie tried to saw away at the tightrope of tension suspended between my mom and me.

      I shrugged. Since the last visit, the only difference between that shrug and my earlier one was that my shoulders were now bonier. “I just feel sad,” I responded, aiming my answer at the tiled floor.

      “Do you always feel sad?”

      “Not all the time. It makes me happy when people like the things I bake.” I felt a flutter of excitement. “I actually baked a lemon poppyseed loaf yesterday! I used whole wheat flour and honey and applesauce to make it healthier, and still, everyone loved it!”

      They thought I didn’t notice, but my mom and Natalie glanced at each other. We spoke again about the importance of allowing all foods, but this time it was my ears Natalie’s words went in and out of. Considering all our conversations up until this point, I was certain no one knew what healthy meant as well as I did. After all, I was the one constantly researching and applying it to my life!

      The last visit to Natalie that year was my well-child visit in September. The topics of conversation didn’t seem to change; it was all healthy food this, hang out with friends that, blah blah blah. I knew what I was doing, and I didn’t need anyone to tell me otherwise.

      At the start of sixth grade, my parents forced me to see a therapist, but I refused to continue going after a couple of sessions. I knew something wasn’t right, but I couldn’t figure out what. It became clear that the therapist didn’t know either, which is why I no longer wanted to waste money on something that was obviously a waste of time.

      My parents were at a complete loss as to how to help me. They were trying their best. They encouraged me at mealtimes and reassured me that I was allowed to rest when I was too tired to run, but I couldn’t stop what I was doing. It had become my routine, my schedule, my life. It was what I knew, and I thought doing what I knew would keep me safe.

      It wasn’t until the first month of seventh grade that we were back in Natalie’s office again, but this time, the conversation was different than it had been precisely a year before. Instead of Natalie’s usual encouragement to eat more, talk to friends, and continue trying to find joy in my sports, her tone was cold and serious.

      Within five minutes of that appointment, I was diagnosed with anorexia nervosa and depression.

      
        
          
        Author’s note: As I read through countless medical records while writing this book, I came across an email my mom had sent prior to this appointment. I believe my mother’s raw, unfiltered words enrich this story, which is why, with her permission, I have chosen to share it here:

      

      

      

      
        
        Hi Natalie,

        I hope we can talk before today’s appointment this afternoon. We feel we are drifting into an increasingly taxing and awful situation, Livia is getting more and more hard to deal with and it may be teenage independence combined, but Jan and I are at wit’s end with approaching the food. Yesterday we went to endocrinologist, Livia is now X lbs, and there seems to be no other (endocrine) issue than the weight loss which will have to turn around to have her grow, so…she needs to eat way more…

        She says she will but is so resistant and finicky about everything, disrespectful, defiant and resentful to us about offered help or suggestions. One example: bought Ensure to give her a daily boost (suggested by endocrinologist, but negated by Livia because she thinks she might not like it) and Livia called me all kinds of things for doing that and [said] she would eat instead, freaked out over the ingredients on the label which she insisted was high fructose corn syrup which she learnt is BAD so etc etc big unproductive discussions…

        Her sisters are getting to be afraid of her, she is bossy, unkind, pushy, always irritated and obsessed with food and homework. Nothing else. It breaks my heart…

        You have been such an important voice in this process and I hope today’s visit will at least help to get her paired up with a nutritionist ASAP; we need INTENSE monitoring and some support in our parenting as well. Livia is seeing a therapist at Brookline Mental Health, and is telling stories there that may not necessarily reflect the situation as is…Jan and I will be going too, and we feel very motivated to work through this, but admittedly are a bit desperate at this point.

        Hope you don’t mind my venting. Whew. Talk soon,

        Louise
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