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This book is dedicated to every celiac,


whether diagnosed or not.


I hope this book gives you some understanding and peace.


I thank this community from the bottom of my heart.


You were the first to help me understand this new world.




foreword


By Patrick Fratellone, M.D.


The last patient of the day on a cold December evening was Jennifer Esposito. I had never seen her Academy Award–winning film, Crash, but I had seen the popular Friday night show, Blue Bloods. Yet, the woman sitting there in front of me seemed to have no correlation to the vibrant character she played on TV. This woman was distressed, unkempt, and suffering on all levels. Her chief complaint on the intake form read: Overall poor health. She wrote that she suffered from daily headaches with a severity of 7 to 8 on a scale of 10. Under “duration” she had written: For years—getting worse.


When she came to see me, Jennifer had already been diagnosed with celiac disease by biopsy as well as serum blood testing. She had been on a quest to remain 100% gluten free, but she was still having many health issues. She had suffered since childhood, and I wondered, as I listened to her story, how she had survived all these years. Clearly she was determined, and was highly motivated to understand her disease. I could relate to that—I have celiac disease, too, and it took me a long time to get diagnosed. Once I was, I wanted to know everything, just as she did. When I was diagnosed, nobody said anything about diet.


I explained to Jennifer that celiac disease is an autoimmune disease, and is often accompanied by other autoimmune diseases. She might well have some other condition that had yet to be diagnosed. I drew her a diagram of the small intestine that looked like a shag carpet. I explained that this protein, gluten, had flattened that carpet into a Berber rug. The small intestine is essential for the absorption of nutrients, the production of vitamin D3, and crucially, the manufacture of the neurotransmitter, serotonin. When serotonin is low, the body overproduces norepinephrine, which can cause severe anxiety. This process also depresses GABA production, which can cause sleep disturbance.


As I spoke, tears welled in her eyes and then she began to cry. The emotional impact of finally being heard by a doctor was overwhelming to her. We discussed food rotation as a way to take her gluten-free diet and make it even safer for her delicate system. We discussed the “energy thieves” in her life that were making her condition worse—stress, overwork, anxiety. We discussed meditation and prayer. I began to paint a picture of the woman she would become as we wrestled down her celiac disease.


Today, I see a different Jennifer Esposito. She is not without health issues. Managing her disease is her daily duty, but she takes the job very seriously, and it shows. She has reclaimed a vibrancy she once had, and she is living a life that works. She has a purpose, and the energy she needs to fulfill it. She may not get to eat or even feel like someone who doesn’t have celiac disease, but she gets to feel like herself. She is alive, inspired, and is reaching out to help others, through her blog, her bakery, and now, through this book. It has been a beautiful evolution to witness—from darkness, in the place she was when we first met, back into the light of her own purpose and promise.


I am proud and privileged to be part of her life, and to have played a small part in her discovery of her own “new normal.” She has taught me much over the years, which reminds me of the William Osler quote, “Medicine is not taught in the classroom, but at the bedside.” May this book teach you much as well, giving you the insight and the inspiration to take back your own life from the grip of celiac disease and learn how to live again.


—Patrick Fratellone, M.D.




introduction


Being an actress and in the public eye for almost twenty years, I can count on one hand the number of times I’ve been in the press for anything other than promoting the project of the moment. If you had told me years ago that I would write a book so openly about my personal life, I would have said you were crazy.


When I was diagnosed with celiac disease, all that changed and I felt almost compelled to tell my story. This disease has taken many twists and turns and has been at the root of many unanswered questions in my life since I was a child. The pain and suffering, not only physical but emotional, is something I wish on no one. If there is one paragraph, even just one sentence in this book that helps you in any way to understand what may be going on in your life with your health, then that is what I set out to do.


I believe there are a few very basic needs for us, as human beings. We want to feel safe, loved, accepted, and heard. Most if not all people with celiac disease are threatened in a big way. Feeling safe becomes something that doesn’t apply to you anymore. You are not just in the hands of doctors who are often not able to tell you what’s wrong—for most people, an accurate diagnosis takes years—but you are also at the mercy of every meal. Food becomes an enemy that you must keep your eye on at all times. Feeling loved gets threatened when family, friends, and society don’t really get this disease, or at least not fully, or not yet. That can be very isolating at times, leaving people feeling unloved. That brings me to acceptance. Everyone wants to feel a part of something. Not being able to conduct your life as everyone else does is not only hard on the social aspect of your life, but on your heart as well.


Finally, that leads me to the last basic human need, and to be honest, this has been the biggest single reason I have opened my life up and related my struggles to you: so you can feel like you can tell your story and be heard. I take you all the way back through my childhood, in the hopes that you will see in my early symptoms clues to help you understand yours. I want to show you by example that not all celiac disease symptoms are stomach-related, and some symptoms can seem far-removed from your gut. I take you even further back, showing you that my mother and grandmother had symptoms, too, to show you that celiac disease can be passed along through families for generations, so you can look back at your own family history for clues and validation. When I finally found out I had celiac disease, I realized how far back it went.


My ultimate intention in telling this story is to help you find your voice. I cannot count the number of people who have written to me and come in to my bakery from around the world, just to say thank you for telling my story by telling yours. I want to give a voice and a face to this disease. Many people have been unheard for so long regarding this disease, as I was. Some were told they were crazy, some given a wrong diagnosis, and many are still searching for an answer. This leaves people feeling unheard, and as I say in the first chapter in this book, it is my experience that something happens to you when you go for so long without being heard. Your soul starts to die a little. You stop voicing your opinions and concerns, your gut stops speaking to you, and you become someone who doesn’t believe their words matter.


If I say anything in this book that you hear, please hear this: your voice matters and your symptoms are real and there are people out there who will listen. You can be heard and you will be heard. I am here to tell you that I get it. I hear you.




one
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80 degrees and sunny


I hadn’t noticed the weather that day. I hadn’t noticed the sun, the heat, the blue sky—the only thing I noticed was my illness. It had overtaken me to the point where there was no seeing—not the weather, not my family, not my life.


I’d been getting recurring, extreme sinus infections every couple of months, then every couple of weeks, then week after week. I’d been taking antibiotics for months to try to get ahead of the infections, but they weren’t working. Then I noticed the large lump on my neck. Was it cancer? I was sure it had to be cancer. Why else would I feel like I was dying?


Finally, my ENT gave up. “I don’t know what this is anymore,” he told me, holding out his hands. “I want you to see this general practitioner.” He handed me a name scrawled on a card. “She’s good. Maybe she can figure out what’s going on.”


I had all but given up, too. I was so ill, I didn’t have the energy to fight anymore. After years of constant illness, I’d stopped trying to figure out what was wrong with me. I just wanted someone to tell me the answer, to say, “Jennifer, you have X.” Even if it was a death sentence, I didn’t care. I would be psyched, just to know. I’d tried everything I could think of. And now I was done.


But I was a good patient, so I made an appointment with the GP. She sat with me for about an hour, asking me all the questions I’d been asked before by a hundred other doctors. I answered mechanically, without expression. I’d lost faith in doctors by this point. I felt so completely and utterly ill that I had nothing left to give beyond my memorized litany of unexplained symptoms: Sleeping close to thirteen hours a night and waking up exhausted, constant stomach problems, raging panic attacks, joint pain, buckling knees, extreme weakness, yellowing skin, painful canker sores, excruciating sinus headaches, numbness, tingling, and hair and nails so weak they broke off at the slightest pressure—not to mention the huge lump now protruding from my neck, just under my ear.


The doctor asked me question after question, expressionless as she wrote down what I said. And then, of course, came the questions about my family history—my mother’s chronic illnesses, panic attacks, depression. My grandmother’s stomach issues and death from cancer. Had I traveled out of the country? Had I been exposed to anything? Did I work around toxic products? Was I stressed? Of course I’m stressed, I wanted to scream. I’ve been sick for as long as I can remember and I just want someone to figure out why! But I didn’t have the energy to scream. I answered the questions, as calmly and rationally as I could, even though I was trembling all over, from the inside out, vibrating with anxiety, pain, and exhaustion.


Every new specialist, every new theory, every new appointment, even every new symptom had triggered the false hope that finally I had the key to the a-ha moment I’d been waiting for—a real diagnosis. But it had never come, and now I feared it never would. Earlier that week, a tooth had literally come flying out of my mouth. Something was seriously wrong with me. Teeth don’t just fall out for no reason. Lumps don’t just form for no reason. But nobody knew the reason, and now I just wanted to close my eyes, curl up in a ball, and have it all be over. Next, it was time for the physical exam. She took me into the exam room and I could barely climb onto the exam table. She checked my pulse, took my temperature, and ran her hands around my body, lingering over the lump on my neck. She was very quiet and calm as she listened to my heartbeat. She wrote some things down on the chart, took a beat, removed her stethoscope, and gently put her hand on my slumped back. My body stiffened at her touch, then melted from exhaustion, but her quiet confidence made me wonder: Had she found it? Was it something in plain sight the others had missed? I couldn’t bear to be disappointed again, but what if…


She cleared her throat. I looked up. I actually managed to smile in the face of my impending diagnosis. She smiled back sadly and said, “Jennifer, do you want to kill yourself?”


My face fell. I stared at her. I had no words. Is that how I looked to her? Suicidal? I couldn’t believe that of all the things she could have said, this is what she felt she needed to ask me. Sure, I was depressed. Who wouldn’t be depressed, being sick all the damn time? I was afraid I was going to die, but I certainly didn’t want to kill myself.


Tears began to roll down my cheeks, and I feared they might confirm her suspicions, but I had nothing left inside with which to defend myself. I knew that even with years of debilitating symptoms, I had managed to become a self-made, hard-working, award-winning actress, that I had owned my own home by the age of twenty-five, that I was a good friend, a doting aunt, a devoted godmother, a loyal sister, and a self-respecting thirty-five-year-old woman. I knew I’d traveled all over the world by myself, had good relationships and bad, that I had cried, learned, pulled myself back up. I knew that I worked out and never took a recreational drug in my life, that I loved food and travel and my family and my life. I knew I meditated and had a strong spiritual center, and that I’d been in very low places, but always counted my blessings rather than focusing on what I didn’t have. I knew how much I had to live for. Couldn’t she see that?


But I couldn’t seem to muster a single word. I was devastated, sick, so tired I could barely sit upright—no wonder she thought I was suicidal. And her question begged another one: What if my symptoms weren’t real? What if it was all in my head? Was I making myself sick? Was I actually mentally, rather than physically, ill?


I knew it wasn’t true. The tooth, the lump, the decades of pain, it was all real. And yet, doctor after doctor had offered me not a diagnosis, not an answer, but antidepressants, Valium, Ativan, Klonopin, enough to start a small drug ring (or at least a pharmacy). And why? Because the colonoscopies, barium enemas, MRIs, CT scans, X-rays, nerve tests, and too many vials of blood taken had all shown nothing. I’d been given physical diagnoses, usually vague ones that really meant, “We don’t know what’s wrong with you”—Epstein-Barr virus, irritable bowel syndrome, chronic fatigue. I’d been treated for a phantom parasite that was never actually found, tested for MS, lupus, Lyme disease, hepatitis, rheumatoid arthritis, and more. After every test, I always got that look. That “it might just be in your head” look. And then, the prescriptions and the referral to the therapist. Always the therapist. Always the implication: “What you really need, lady, is a shrink.”


I couldn’t do it anymore. I was so tired of explaining and begging people to help me, of being ignored, disregarded, and undermined. Inside my head, I was screaming: I’m not crazy! I’m not suicidal! Please don’t send me away with another prescription for Valium and the number of your favorite psychiatrist! I don’t need antidepressants! I need help!


But she was waiting for answer. I needed to focus. Her question reverberated: “Jennifer, do you want to kill yourself?” All I could do was shake my head. And then, from somewhere within, the words emerged—a last desperate attempt. A distress call, an SOS rising out of the storm that was made of the tears raining down my face and dripping from my chin. Almost without realizing I was speaking, I heard myself say, in a voice that was small and vulnerable and nothing like how I used to think of myself: “I need help. Please. Help me.”


I was begging for my life with what felt like my last breath. I laid it all at her feet. I looked her in the eyes and she looked back.


Then she put her hand on my trembling hand, and said, with a sincerity I hadn’t heard from a doctor before, “Okay. I’ll find out what’s wrong.”


THE NEXT DAY, I woke up in the morning after a full night’s sleep, totally exhausted, again. As I lay there, trying to find the energy to get out of bed, not yet willing to deal with the day, I kept hearing the doctor’s voice. “Jennifer, do you want to kill yourself?” The words ran over and over in my head like a recording on a loop. The way she had said it was loving, almost kind. I couldn’t help wondering: Was she right? Did she see something I didn’t see? Had I given up? The notion calmed me. Maybe it was all in my head, after all. Deep down in my heart, I didn’t believe it. My symptoms were too tangible. But wouldn’t it be so much easier to just give up and accept what everyone was telling me? What if I just said “Okay,” and stopped fighting? What if I just accepted the pain in my joints and the burning in my stomach and the anxiety that wracked my every move? What if I just took whatever drug of the week they wanted to give me and let it be? A tear rolled off my face and on to my pillow. Whatever this doctor told me, I decided, would be my final destination. Even if she told me I was crazy.


Suddenly, a bump on the bed jolted me out of my thoughts. I looked down to see two smiling faces and wagging tails. Frankie Bean, my Golden Retriever, and Betty Boop, my Bernese Mountain Dog. My two big goofy pups, who always knew when I was upset, who always tried to comfort me. Frankie Bean pushed his nose under my hand. Betty Boop woofed in her gentle way. They snuggled up to me, burrowing their wet noses into the space between my neck and the pillow, forcing their panting, grinning heads under my hands for petting.


“Hi pups,” I said, patting them both. I knew they would love a walk, but those days I could barely make it to the door so they could go out and do their business. I’d missed so much because of my health. Dinner parties I’d skipped because of stomach problems, invitation lists I’d been removed from by former friends and important business people because I’d cancelled on them one too many times. Appointments missed or never scheduled because I was never sure I would be able to make them. In fact, a pretty big chunk of my life revolved around planning for my symptoms and the havoc they wreaked on my life. It was no way to live.


“That’s it,” I thought. I reached for the phone to call the doctor and ask for the medication she had prescribed during my appointment that I hadn’t accepted. Then I realized it was Sunday. It would have to wait another day. Sunday meant something, though. It meant Agape.


If I was planning to go anywhere or do anything today, maybe Agape was the answer. Agape is a church in Los Angeles that had helped me through some pretty rough times in my life. It is a community of pure positivity, with the overall message that if you let things be, if you accept reality with gratitude, then you can finally find peace. That sounded like just what I needed. I needed to accept my fate, my unexplained symptoms, the idea that it was all in my head. I would take their drugs. I would let her think I was suicidal. If I’m nuts, then so be it. Got the message, doc. It’s not you, it’s me. It sounded wrong in my heart, but what else could I do? I was waving the white flag. Acceptance. Yes.


Although I could barely stand, my knees giving out, weakness overwhelming me, panic always brewing in my chest like an incoming storm, although I was barely functioning as a human being anymore, I would get up and get to Agape somehow. It was a last-ditch effort to survive, going to the only place I knew that might be in line with my need to accept my circumstances. I would do it, if not for me, then for my pups, who needed me to take them for walks again. If this was to be my new way of life, I was going to have to deal with it. It was the only option I could think of besides never getting out of bed again.


I summoned all the strength I had left to get up, get dressed, wash my face, and put on blush to cover my sallow, ashen complexion. I brushed my hair and tried to ignore the strands coming out by the brush-full. I picked up my car keys, kissed my pups, and hobbled out to the car. Once I was on the road, I opened all the windows, trying to invigorate myself and give myself the energy to get there. The air actually felt good on my skin, a sensation I hadn’t felt in awhile. I’d been housebound for days.


As I got on the 405, I noticed the silence. It was early, so there weren’t many cars on the road. I liked that silence, so I didn’t turn on the radio the way I usually did. I drove this way for awhile, just me and my thoughts. Then my phone rang, jangling through the Bluetooth hands-free connection on my car. I pressed the button on the steering wheel.


“Hello?”


“Hi. How have you been?” My older sister’s voice crackled through the speakers. “Are you feeling any better?”


I sighed. “No,” I said. I began to tell her about the last couple of days, when I noticed a flatbed truck in front of me with a large amount of wood piled precariously on top. I didn’t think much about it beyond a passing thought that it looked like a hazard. I slowed down a bit, to put some distance between myself and the truck, and began to tell my sister about my most recent decision: To give up. To just accept that I would never get a diagnosis. To just do whatever the doctor said. “I can’t do it anymore,” I said. “I’m going to just take whatever they tell me to take, even if they say it’s all in my…”


BOOM. A sound like a cannon, the splintering crack of glass, white light—at that exact moment, just as I spoke those words, a 4x6 piece of wood from that flatbed truck had come hurtling through my windshield, stopping just inches from my face, then swinging around, hitting my rearview mirror, and falling into my lap, along with chunks of glass, then bouncing up to hit the sunroof. Glass rained down on my head as my car skidded and swerved. I screamed, and my sister screamed, too, hearing the whole thing over the phone, and then we were disconnected, and everything was silent. My car sat, half on and half off the shoulder, crushed and shattered. The flatbed truck drove on, oblivious to its role in my near destruction.


I sat there in shock, covered in glass, staring at that huge chunk of wood. I was afraid to move because of all the glass. Slowly, carefully, I picked up my phone and dialed 911, and then my assistant, Jackie. My hands and arms were covered in tiny little cuts, some filling up with blood. I looked up at the cars zooming by. Surely, somebody would stop to see if the driver was okay. I wasn’t even sure whether I was okay or not. I was paralyzed and numb. I watched them pass, car after car, on their way to somewhere else, everyone inexplicably in a hurry on a Sunday morning.


Nobody stopped. Not one car. Not one person pulled over to help me. I was a girl in a car on the side of the road, covered in glass and blood, but the world kept spinning. I waited for help, stunned and terrified. I waited and waited. I sobbed, but tried not to move, terrified that anything I did might drive those shards of glass further into my skin. No one came for what seemed like hours.


As I sat there on that gorgeous California day, I felt invisible, as if my desperation had erased me from the radar of humanity. I realized just how long I had been waiting for help of every kind: help from doctors, agents, managers, strangers on the road. Help from medicine, and now from 911. It took them 25 minutes to get to me. Why was it so hard to get help? Why wasn’t anyone listening? And what was the lesson? My mind kept drifting to this last question, as I sat there dazed and alone. What was I supposed to make of all this?


I’ve always believed that every experience has a lesson, and I’ve always believed in signs. This seemed like a giant billboard of a sign, but what did it say? Was it a sign that no one cared? To have faith? But in what? I looked around me. I was totally alone and even though I was covered in broken glass, a sense of calm came over me. I was slipping into survival mode. I think it happens to anyone who experiences a trauma. I felt it click in, and I realized: I had to have faith in myself. I had to help myself. That 4x6 came at me just at the moment when I was ready to give up, to accept that my intuition was wrong and that the doctors must be right. Maybe God or the universe or whatever it is that guides us was sending me a loud-and-clear message: To have faith in myself, my instincts, and what my heart has been telling me all along. Faith that no matter what anybody else says, I was going to have to find the answers myself. I was literally and metaphorically alone in this, but that doesn’t make me wrong. It’s my life and my health, and nobody understands it like me. I knew there was something wrong with me, and no matter if this doctor or that doctor or the tenth doctor down the line doesn’t see it. Somebody would, but it was up to me to make it happen. I was ready to give up, but now I saw that I couldn’t give up. Not now. Not ever.


The EMTs looked me over and told me to go home and get in the shower to loosen any leftover pieces of glass from my hair and skin. Jackie put me in her car, told me how lucky I was to be alive, and drove me home. I felt a lot of things at the moment, but lucky was not exactly one of them. Later, after a long day of friends calling, dealing with the insurance company, rental cars, and the seemingly endless process of dislodging bits of glass from the most unlikely places, I finally stopped shaking. I lay down on my bed, in anticipation of the doctor’s call in the morning. I knew that whatever she said, I would stop at nothing to get an answer. I closed my eyes.


THE NEXT MORNING, the phone rang. It was Dr. Mendel. “Jennifer,” she said, in her warm voice. “I have an answer. I know exactly what’s wrong with you.”


I held my breath. I waited. Was it impending death? Or was it life?


“You have celiac disease. The worst case I’ve ever seen.”


Celiac disease? I had absolutely no idea what she was talking about.
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hungry


Nearly ten pounds, with jet-black hair and tremendous cheeks, I began life with an allergic reaction. Covered head to toe with a terrible rash, I was diagnosed with an allergy to the soap I was washed in at birth. My mother called me her little pink butterball because of my rashy cheeks, and when the nurses refused to let her hold me and dress me (in the early 1970s, mothers weren’t trusted with their own newborns), she demanded they hand me over.


There were many clues that my health was off, right from the beginning—clues easily misinterpreted as proof that I was a good, robust, healthy child, but which actually hinted at something more insidious to come. First and foremost was the one thing that defined my childhood: my constant, insatiable, unrelenting hunger. My mother tells me that, as a baby, she had to feed me with both hands. One hand with a spoonful of food was going in while the other hand had a second spoonful coming in right behind it. That second spoonful had to be there or I wouldn’t let the first spoon out of my mouth! Nothing made me angrier than the end of a meal. I screamed my head off every time.


I loved food. I’ve always loved food. It’s an intimate part of who I am. Maybe it’s my Italian heritage, or maybe it’s just me, but food has always meant love, belonging, connection, pleasure, and joy. I know some people don’t care all that much about food, but I can’t imagine what that would be like. I live for the smells, the tastes, the textures, and the context of good food and a good meal. To me, it is one of the most important parts of life.


Most of my earliest memories involve food in some capacity: Climbing up the cabinets to get to the pancake mix, to make breakfast for my sleeping family, when I was only five years old. Slumber parties with my cousin that primarily centered around hiding food under our makeshift tent in her bedroom, then gorging on it all night long. The Sunday feasts with my family involved course after course of pure joy. One of my favorite memories is walking with my dad to the corner bakery on the weekends in Brooklyn to buy fresh jelly doughnuts, onion rolls, bagels, and rainbow cookies. The savory-sweet aroma that wafted over me as we stepped up to the counter almost made me swoon in intoxication from sugar and happiness. Then it was on to the deli for white fish, lunchmeats, and my favorite: a sleeve of Oreos that my father and I shared on the walk home, without telling my mother. Our food forays were the best times I ever had with my father.


But it wasn’t all decadence. My mother had strict rules about the foods we were allowed to have (hence the sneaking of the Oreos). Our house contained no sugary cereals, no candy, and no soda. On the weekdays, oatmeal was my breakfast. My older sister of seven years, Suzanne, sat next to me at the table in protest. She said the oatmeal was slimy. She was a god to me back then, so I protested right along with her, but secretly, even oatmeal was a feast. After my sister left the table, I always asked for seconds. I loved the warm comforting oats with milk and brown sugar.


But oatmeal couldn’t compare to the breakfast my father made on the weekends. After our trek to the bakery for jelly doughnuts, my father made “dunked eggies,” an over-easy egg served with a warm onion roll smothered in fresh sweet butter. I pinched off bits of bread with my fingers and dunked them into the warm egg yolk. The taste of the onion, bread, salty butter, thick savory yolk—it was magic to me.


Weekends were the best. When it was time for lunch, my dad and I broke out all the cold cuts we bought and made submarine sandwiches filled with ham, salami, cheese, sweet peppers, and mustard. If it was Sunday, however, we saved our appetites for a dinner of macaroni and meatballs, one of my all-time favorite things. I drowned every strand of pasta with tons of Parmigiano cheese so that every bite was full of tender pasta, warm sauce, and tangy melting cheese.


But even that dinner was a distant second to what we ate on our outings to L&B Spumoni Gardens Pizza in Bensonhurst or Nathan’s Hot Dogs in Coney Island. The whole family piled into the car and headed out, eager to eat our faces off! L&B Spumoni Gardens is eighty years old, and to this day, I believe it makes one of the best pizzas I’ve ever had the good fortune to taste. As we drove there, I sat in the backseat, overwhelmed with anticipation. My family played singing games in the car on the way there, but all I could think about was that crispy crust and spicy-sweet sauce. My dad ordered the famous Sicilian pie, which consisted of ten large, thick squares. Before we even got home, we would polish off a pizza in the car. He got four pieces, my sister and my mother split three slices between them, and the rest was all for me. I could do it, too—three huge, thick square chunks of pizza for the ravenous child. My mom said I ate like a truck driver. My dad called it “a healthy appetite.” It was just part of our family: “Jennifer loves her food.” That’s what he always said, and it was true.


But I never felt full. Even when we drove to Coney Island, where my father ordered five hot dogs (two for him, one for each of us) and three orders of fries (two for him, one for the rest of us to split), it was never enough. Inevitably, I begged for another hot dog with sauerkraut and mustard, and if that wasn’t enough, then I pleaded for not one but two Carvel Flying Saucers—the best ice cream cookie sandwiches I knew.


In those good old days, my family lived in a tiny house in Brooklyn. Every morning, my father went off to work. Every evening, he came home for dinner with a pocket full of candy just for me. “Jennifer loves her food,” he would say. My dad was a movie star to me, a handsome man with sky-blue eyes that lit up when he saw me. He was a big-time music producer. I was in awe of him. He made my sister and I laugh with silly jokes and tricks, and he introduced me to all the great old movies.


My mom was beautiful, funny, vivacious, and full of life. A former model, she was always busy trying something new, but her passion was decorating. She was perpetually working on improving some aspect of our home, or of someone else’s home, and she had a special gift for flower arranging. Everybody loved my mother. She brought energy and spirit to the room.


I idolized my big sister, of course, who was as cool as anyone could be. I lived for those days when she hung out with me. We made up dance routines together, and when I was scared at night, she let me crawl into her small single bed and scrunch up close to her so I could fall asleep.


Brooklyn was my childhood heaven. My sister and I played outside with the other kids on our block, or sat on the front stoop and watched the world go by, but more than anything, Brooklyn was about two things: community and food. The neighborhood was always out and about, doing things together. If anyone had a backyard barbeque, everyone was invited. We loved our block parties, when everyone brought out their special recipes and the treats went on for miles. But my favorite was the Italian street festival at the end of our block, held every August. My sister and I would go out together—the one place in public she would always agree to take me, her baby sister—to buy zeppolis. Zeppolis were my favorite street fair food—perfect, hot bits of fried dough luxuriously coated in powdered sugar. As soon as we stepped out our front door, we smelled them, the aroma wafting down the street. Those fried balls of dough were love in a paper bag—love that left grease smears on our cheeks and clouds of powdered sugar in the air. What could be more luscious than eating warm zeppolis with the grease soaking spots in their brown paper holders while strolling through the Brooklyn streets with my big sister? Nothing in my life was more perfect than that.


But although my life felt good and right, and I loved Brooklyn and my family, I struggled with health issues throughout my childhood. I had chronic, severe ear infections requiring course after course of antibiotics, and I ran mysterious high fevers that required emergency room visits and ice baths. My mother had to hold me in the ice water bath while I screamed and shivered. She cried while she held me down, but my fever was 104 degrees and the doctor said she had to do it to keep me from having a seizure. Then I would be okay again, for a while. Sometimes, my stomach hurt. Sometimes, I felt nervous, for no apparent reason. Then a fever would come on again. But what did all of that matter, when I had food to comfort me, and a family I adored, and a community that kept me safe and secure?


WHEN MY MOTHER was diagnosed with stage 3 cervical cancer, life began to change. It’s the first bad thing that I ever remember happening to our family. I was far too young to understand what was really going on. Cancer was a strange and foreign word to me. All I really knew was that my mother wasn’t well. When she was home, she stayed in her room resting, and from an early age, I knew not to bother her. When she came out, we all spoke in soft voices. Sometimes, she picked me up and cradled me in her arms. She was weak and her knees gave out when she walked, but she told me later that she used to hold me when she had to walk because she knew that if she was holding me, she wouldn’t let herself fall. Often, she wasn’t home at all, but in the hospital for treatments, and because my father was usually at work and my sister was at school, I was left with a babysitter most of the time. The babysitter was a heavy woman who plopped me in front of the TV every day with a big plate of food. I ate and watched TV all day, waiting for my father and my sister to come home.


At least I had food and entertainment. I was enraptured by the movies and TV shows featuring beautiful actresses. I wanted to be one of them. It was a fantasy world that was magical and amazing from my young perspective. Those hours in front of the television were an education, and they demonstrated to my young mind something I could aspire to—something that could help people forget their troubles, because that’s what television did for me.


Every now and then, when the babysitter wasn’t available, I went to the hospital with my mother, where I quickly learned that I had the power to cheer everyone up. I performed the dance routines I’d invented with my sister while I waited for my mother’s treatment to be over. All the nurses came to watch and bring me candy. Sometimes, my mom was there, too. The way she looked so happy to see me dance and carry on in front of everyone was better than applause. Her favorite was my Cher routine. I put a jacket on my head and swayed back and forth, each long sleeve swinging like her long hair as I sang, “Babe…I got you, babe!” Everyone laughed and clapped and smiled. The attention was great, but even more, I felt so happy in that moment, recognizing that I was making other people happy. It’s probably one of the reasons I became an actress.


When my mother was back home, we all looked forward to the nights when she felt well enough to come downstairs for dinner. After she got sick, there were so few times when we were all together that those dinners—the whole family, plus food!—were filled with meaning and contentment. When food was on the table, everybody seemed to get along, at least for a little while.


After my mother came home in full remission, she had constant stomach issues, even more than I remembered her having before—bloating, constipation, diarrhea. The doctors told her that the cancer had caused a hormonal imbalance, and they blamed all her symptoms on it. So did she. She always said she had a “sensitive stomach...because of the hormones.” To this day, that’s what she says: “It’s because of the hormones.”


But it wasn’t just her stomach, it also seemed to be her nerves. I don’t know exactly when the panic attacks started, but when they happened, I could see it coming. My usually outgoing, funny, and talkative mother would get very quiet. Then she would begin to blink her eyes a lot. Then she would start to sweat, and then it would be time to leave. She had to get out of wherever we were at the time, as quickly as possible. It was always an emergency. “I have to get out of here,” she whispered, and then I knew whatever fun we were having was over. It didn’t matter where we were or what was happening. Her attacks meant I was pulled out of stores, away from birthday parties, or sometimes we just turned the car around and went back home, never even getting to where we were going. She fled to her bedroom, closed the door, and stayed in there for hours.


My mother was always a mystery to me. She was committed to doing things—getting out, traveling, seeing the world, having experiences, like taking the family to Disney World for Christmas, or to the Bahamas on vacation, or a bus trip through the Rocky Mountains with my sister and my grandmother. Sometimes, we vacationed with my cousins, at a place called Pleasant Acres in the Catskills. A remote little old-style resort, Pleasant Acres had shuffleboard and ping pong, but the best part was the cafeteria. A bell rang, as if summoning cattle, three times a day. Shockingly, I was always the first to arrive. Whatever they served, I piled it on my plate and ate it all. “Jennifer loves her food,” my father would say—that old refrain.


But despite her fervent desire to get out into the world, at the same time, my mother was always fearful that her health issues would get in the way. It wasn’t just her stomach, it was the anxiety. On that bus trip, as the bus wound along a narrow mountain road, my mother freaked out and had to get off. She tried to pay someone to drive her back down so she could wait for everyone else at the bottom. The bus driver spent thirty minutes trying to convince her that the bus would be a safer ride down.


As I grew older, her attacks grew longer. Sometimes, she stayed in her room for days at a time. Finally, our family stopped traveling because my mother was too afraid to get on an airplane. If we went anywhere, we would drive, and whether or not we would actually make it all the way to our destination was always a great big question mark. We began to miss more family functions as my mother withdrew. Mostly, I missed my father’s family: his brother and sister-in-law, and their two children, Genine, who was my age, and Phillip, who was a couple of years younger. Genine loved food almost as much as I did, and her house was amazing to me—it had a half-underground pool and big rooms, and, compared to our tiny home in Brooklyn, it seemed like a mansion to me. I loved the huge kitchen best of all. It was always stocked with tons of food. Amazing food. Food I’d only seen on television, that my mother would have never allowed into our house. All kinds of cookies, including those Oreos my father and I used to sneak on the way home from the deli. Every kind of ice cream. Boxes and boxes of candy and bright sugary cereal. And the leftovers! Breaded chicken cutlets, pasta, meatballs, a constant supply of cold cuts and cheese. Our family’s special ‘weekend foods’ were available 24/7 at Genine’s house. It was a perpetual and extravagant feast.


When we got together with my cousins for the holidays, whatever emotional traumas or resentments or issues were brewing within or between our respective families were ceremoniously swept away as soon as the food arrived. Holidays exceeded my wildest dreams: Christmas dinner started with my grandmother’s homemade manicotti covered in sauce. Then clams, more pasta, fish salad, cookies from the local bakery, ice cream, cream puffs, pastry, and my Aunt Roe’s famous carrot cake, a delight I thought about all year.


Oh, that carrot cake. There was just something about it. It represented a higher echelon of gastronomic achievement to me. Most of my childhood sugar cravings centered around chocolate—Oreos, chocolate donuts, rainbow cookies, chocolate peanut butter cups. That carrot cake was something from another realm—ethereal, light. It was an adult cake. A happy cake, with the magic power to imbue those who ate it with serenity, with this sense of joy and contentment. All without chocolate! That was amazing to me, as a child.


Bringing out the cake was always an event, and my aunt would make the most of it. She knew exactly how everyone felt about that mystical, transcendent cake. I could barely contain myself: two layers of spicy, sweet, tender goodness flecked with carrots, of all things, but who would ever know it, with those layers of delectable, decadent cream cheese frosting and the ring of crunchy walnuts around the top?


But as my mother’s behavior became more and more unpredictable because of her health and because of other brewing hostilities among our families, we began to cancel. This caused a lot of tension within the family. Relatives called her flighty and flaky, among other things. I felt for my mother because I knew her health wasn’t her fault, and the mean things family members were saying weren’t fair. At the same time, I still wanted her to be “normal.” When people began to call her “Crazy Phyllis,” my mother pretended to be amused by it, but I hated it. Nobody knew better than my sister and I what it was like to live with her unpredictable health and moods. Every Christmas, my sister and I, all dressed up for dinner at my grandmother’s house, sat together on the landing of the stairs, waiting as quietly as possible, listening to my mother say we were not going, and my father say we were going, back and forth. Sometimes, we waited for hours for the final decision. My sister put her arm around me, knowing I was so very sad at the prospect of not getting to go.


This kind of arguing back and forth soon became a weekend event, no longer exclusive to the holidays. Whatever the fight was about, it usually culminated in my mother proclaiming, “I’m leaving!” I dreaded those words. I loved my mom and I wanted her to stay. What would happen to the family without her? But she never actually left. Her up-and-down, back-and-forth behavior was something I didn’t understand, and it scared me. At least on those much-anticipated Christmas outings, my mother almost always gave in, and we eventually got to my grandmother’s house. Tensions were high, nobody speaking on the car ride over. I knew an abrupt departure was inevitable. Burying my face and fears in the food when I arrived calmed the world around me for the moment, and extended into slow motion those brief lovely hours I clung to, when the whole family sat together, laughing and eating and celebrating.


Sometimes, I believed my mother enjoyed the name “Crazy Phyllis” and made the most of it. I knew that personally, she suffered, but as a child, I always wondered whether it would be an up day or a down day. Would she dote on me or would I lose her for a week or more? She might be the life of the party, or she might fly into a rage, or she might just disappear into her bedroom. Sometimes, her anger was entirely justified. My father wasn’t an easy man to live with by any stretch of the imagination, and she endured many disappointments in her life, as well as extended family judgments. At other times, however, her anger seemed to come from nowhere. We never knew what might trigger it. Often on edge, walking on eggshells. I never wanted to flip her switch. Along with the anger, came severe stomach issues and a recurrence of her panic attacks.


I spent much of my childhood fearful, anxious, and overwhelmed by a deep sadness I couldn’t define, but that was always there, simmering underneath everything I did, even when I was running around with my cousins, playing and laughing. I became quiet and withdrawn, or boisterous and seeking attention, which made people whisper about me—was I inheriting her “moods”? One moment I was carousing with my cousins or putting on a show in the living room, and then, the next moment, I faded away into myself. People began to call me “her mother’s daughter,” and while that scared me, it was what it was. My mother was awesome when she was feeling well, and I loved her madly. I was proud to be her daughter. She was dealing with her life and her health in the best way she knew how. I would do the same.


It wasn’t a perfect family. My father was often away, consumed by his career and constantly worried about money. My sister was quickly becoming a typical teenager who no longer wanted her baby sister following her around all the time. My mother, well…we never knew what was in store with her. But it was family—it was loud and raucous and wonderful, and it was mine. Then we moved to Staten Island, and everything changed again.


MY SISTER WAS crying to my mom in the kitchen one afternoon and I ran in to see what had happened. Her eyes were swollen with tears. She had just started high school and was refusing to go over the bridge to live in the “sticks,” as she called it. Being my sister’s shadow, I agreed, complaining loudly that I wouldn’t be caught dead in “the sticks” either, even though I had no idea what she meant. I had always thought of Staten Island as “the country” because, from my eight-year-old urban perspective, that’s what it was: large wide streets and big houses with lawns that took up half the sidewalk. Huge trees and underground pools. Staten Island was the place we went on holidays to visit my father’s brother, and, most importantly, that was where my cousin Genine lived, in her magnificent house. To me, Staten Island was a beautiful, mysterious, wealthy place. A place full of food.
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