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Praise for Finding Lina

“In this honest memoir, Hjalmarsson (a psychoanalyst with a master’s degree in child development) conveys the frustrations and the triumphs of raising an autistic daughter. She also explains how a special-needs kid affects the rest of the family… The family tries everything, including acupuncture, herbal remedies, and dietary changes, while Hjalmarsson remains remarkably positive. ‘She taught me to take life as it is,’ she writes. ‘She showed me how to be happy and laughing in the midst of sorrow and loss.’ A passionate book for families with special-needs children.”—Karen Springen, Booklist

“The author’s positive, optimistic attitude and her thorough descriptions of therapies will be helpful to the parents and caretakers of autistic children.”—Kirkus Reviews

“An inspirational and brave story of Helena’s journey to help her daughter. A positive reminder that we learn so much from our children and that each one shines in their own special way.—Jenny McCarthy, bestselling author, activist, and actress

“Not only a mother’s painfully honest account of coming to terms with her daughter’s autism, but an offering of insight and new possibility to parents facing similar situations, This is a story that resonates beyond the specific illness, with a universality both heart-rending and inspiring.”—Dick Russell, New York Times bestselling author

“Finding Lina’s charm is its laser focus on what it means to accept and be nourished by life’s brutal realities--how deep connections require you to truly listen, rather than just to hear, and to keep looking, even when you can’t see. This isn’t a book about autism, this is a love story.”—Jeni Decker, author of I Wish I Were Engulfed in Flames

“A gritty, real, intense immersion into autism. You find yourself not as a distant reader but living in the minds and hearts of the parents and the unspeakable discomfort of trying to anticipate and hold the confusion of this problem. The book is a living testimony to overcoming in order to make the family whole and turning suffering into joy.”—Leslie Stein, author of Becoming Whole

“Plato said of the journey of life that ‘the first and best victory is to conquer self.’ Those of us with a child on the spectrum are instructed in this maxim. In Finding Lina, Hjalmarsson takes us on a journey of transformation with heart and honesty, applicable to not only the challenges of autism but to the trials life hands us all.”—Ken Siri, author of 1,001 Tips for the Parents of Autistic Boys and co-author of Cutting Edge Therapies for Autism

“I love how Hjalmarsson completely dispels the theory of the ‘refrigerator mother.’ She also depicts with grace how she gathers and coordinates the army of people needed to support one special needs child. Hjalmarsson is an inspiration!”—Professor Gayle DeLong, Baruch College, City of University of New York

“A brave and honest book about the journey of one family to overcome the challenge of autism and to build a life of meaning for the child they love.”—Louis Conte, board member, Elizabeth Birt Center for Autism Law and Advocacy

“An honest and insightful account of a mother’s terrifying and courageous odyssey searching for answers, and ultimately discovering solutions all in the name of her precious daughter, Lina. For anyone who has been through a soul-shaking tragedy, Finding Lina is a testament to the power of the human spirit. Helena’s unwavering determination demonstrates how one’s love for a child can ignite a deep and powerful strength, capable of battling any beast—even autism.”—Mary Coyle, Homeopath and Director of the Real child Center

“Finding Lina is a poignant narrative of a mother’s struggle to lovingly care for a daughter with severe health challenges. The book is at once heartwarming and heartrending, faithfully depicting the extraordinary world of autism parenting.”—Mary Holland, co-founder, the Elizabeth Birt Center for Autism Law and Advocacy (EBCALA); co-editor, Vaccine Epidemic

“This book is intense and I can only marvel at how much can be asked of a parent. I’m sure much of Helena’s strength comes from her deep spiritual beliefs and from being a dedicated mother who knows she can never stop. Just as Diary of a Young Girl about Anne Frank put a human face on the Holocaust, books like Finding Lina reveal the truth about what autism can do to a child. I just wonder how many more books like this will have to be written before we finally wake up.—Anne Dachel, Media Editor, Age of Autism and author of The Big Autism Cover-Up

“A poignant look at life raising a daughter on the spectrum and how the entire family unit is affected by the epidemic. And how a family raises above it.”—Kim Stagliano, author of All I Can Handle and 101 Tips for the Parents of Girls with Autism

“Finding Lina is a story of undaunted courage, hope and love. Parents of children with special needs will be gripped by the honest portrayal of what families endure under unimaginable circumstances. All readers will be drawn into the herculean effort to find answers that lead to a healthier, more fulfilling life.”—Mary Romaniec, autism advocate, and author of Victory Over Autism
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I dedicate this book to Elsa Hjalmarsson Lyons, the most emphatic, generous, loving, funny, and intrinsically beautiful little sister Lina could ever wish for.

My deepest gratitude to Tony Austin Lyons, who made it possible for me to publish this book, who is the kind of father only very lucky little girls get, and without whom it would have been extremely difficult to give to both my daughters what they need. He is a dear friend forever.

Lilly Golden, my editor, with her sensible intelligence, fearless integrity and humor, made this book so much better and the process of working on it easy and effortless. And my appreciation and thanks go to Mike Lewis, for his patient and kind editing of the updated version/paperback.

I am also eternally grateful for my best friends, my soul-sisters, Gabriella Ossoniak and Agnieszka Pawliszyn-Carmona. I can see us all on a shady porch one day when we’re old and gray, animals and grandkids running in and out of the house while we are just sitting there in our comfortable rocking chairs, making jokes about our crazy lives while looking out on the vast ocean, knowing it was all good, there was nothing missing, nothing to fix or regret…

And Malidoma. Thank you for everything you saw and for everything you shared.


Foreword

It’s not often that you hear the words “gift” and “autism” in the same sentence. Especially not when it’s a struggling parent trying to make sense of this often baffling, always challenging, enigma. Yet as an autism parent myself I know the gifts of autism well—the extraordinary memory, the keen, quirky yet always insightful and piercing intelligence, the stunning lack of ego….

So it was a refreshing surprise to meet Helena and immediately engage in this rare but true conversation. More refreshing yet to meet Lina, her daughter, who you will meet in this book, and see how the fruits of that unconditionally loving and accepting approach are becoming evident in the emerging brilliance of this unique young woman. Like her mother, Lina will offer something valuable to the world. Largely because of her mother.

So read this story—because Helena didn’t start this way. Like most autism parents she—trying to be a good, dutiful, special needs parent—drank the Kool-Aid. The Kool-Aid of therapists and experts forcing her and the child into rigid schedules, into coercive behavioral approaches, both massively expensive and traumatic for both child and parent. The ever present pressure to put the child, or even oneself, on anti-depressants, anti-psychotics. Helena, perhaps because she is a Swede, who knows the value of the forest, of clean air, of space and room, of family and community—not to mention a good dose of Viking-inherited contempt for authority—duly flushed the Kool-Aid down the toilet and forged her own path. Humor pervades this book. You will laugh out loud. You will shed tears along with her. You will emerge at the other side refreshed and to a large degree healed, as Lina and Helena have. Follow their story, as I have, and be inspired.

—Rupert Isaacson, bestselling author of

The Horse Boy: A Memoir of Healing


Preface

To be fully, emotionally, and energetically present in life is no easy or simple feat. Finding, maintaining, and laughing at yourself, crawling on the ground, smushing rotten peaches, enduring outsiders’ judgments, searching for the right home, discovering the signs of a tangible connection with your beloved daughter in the midst of spiritual tornados, revolving diets, diagnoses, and quests for hope, and mustering the strength to make it through the day without compromising your strong-willed, life-and-nature-loving, feminist beauty is a whole other level of achievement! In Finding Lina, we find the brutally brave and honest voice, guffawing both desperately and whimsically, of a mother, daughter, wife/ex-wife, and constant partner in parenting! We are made privy to the magic of raw love and humanity and left wanting to sip peppermint tea with this amazing mom right before she lifts up her daughters and they begin “Fire Burnin’ on the Dance Floor.” This book is a personal soundtrack that will accompany every mood and truth entailed in the reality of understanding and loving, unconditionally, a child with special needs and yourself along the path that is meant to be all your very own…. Get ready to be taken to the edge!

With great respect,

Amanda Friedman, Director,

Emerge & See Education Center


Author’s Note

W hen I started to write this book, Lina was six years old and in the process of regaining a lot of the skills she had lost when regressing into autism around the age of three and a half. But for the last two and a half years, her development has been extremely erratic, with her being more verbal, calm, and engaged one month and with less language and more hyperactivity and meltdowns the next. One of the things I am learning to accept in being Lina’s mother is that I cannot predict or control her development. The only thing I can do is be the best I can in helping her live her life the best way she can. This book is not so much about answers as it is about learning to find peace and joy in the face of more and more questions, increasing external challenges, and confusion. It is about trying to live in the middle of a tornado, and sometimes finding that space at the very core, where everything is still.

I have no big revelations to share about autism or any other childhood condition. I am not even sure that autism sufficiently describes what is going on with my daughter. I cannot tell you what to do when you realize that the child in your life is different. But I can share my thoughts on how I think we sometimes, in dealing with our sons and daughters or other people’s special-needs children, get so ambitious in our quest to cure what we consider unacceptable that we forget to listen and be present. We get so carried away by teaching our kids to communicate in ways that we can understand that we forget to learn to understand them. We are so busy figuring out what is going on with our children and what to do about it, that we lose the only sure thing we have with them, whoever they are, namely this very moment. Of course I want a cure for Lina. And I want to do everything in my power to help her find more words, more calm, more ability to play, more connectedness with her old friends and with new ones. But I also want her to feel and know deep inside that I love her as she is, at every given moment.

This is a story about how the sudden and dramatic losses that my daughter abruptly confronted helped me come a little closer to an understanding of how to live my own life.


Introduction

“Lina, NO! WAIT!”

My four-and-a-half-year-old daughter suddenly jumps up on the counter, grabs the overloaded wooden dish holder and swings it across the kitchen floor in the Newport rental house we moved into a month ago. Cups, glasses, and plates go flying and crash to the floor, transformed into a thousand pieces. Lina’s beautiful face breaks out in a big devilish grin as she runs over to the art supply cabinet in the living room and, within seconds, rips out all the drawings, dumps boxes with buttons and colorful beads on the floor, finds the crayons, and starts chewing them down. Two-and-a-half-year-old Elsa, still by the table with her unfinished pancake on the plate in front of her, starts crying.

“Mama, where is my paci and my blankie?”

I run past Lina, who is still stuffing her mouth with crayons, chewing them wildly into tiny pieces and spitting them out, one by one, methodically in a circle around her on the old, wooden floor. Predictably, I find Elsa’s blankie and pacifier on the futons upstairs and race back down again, three and even four steps at the time.

“Here my love, why don’t you go read a few books and play a little while I help Lina to clean up.”

“I want you to read for me,” Elsa says and starts crying again.

“Soon, let me just take care of this,” I tell her, gesturing to the shattered glass and porcelain on the floor.

I lift my chubby little friend over the shattered pieces and plop her down on the living room sofa before sprinting after Lina who has abandoned the crayons and disappeared. Running back upstairs, I find my desperately laughing daughter sitting in the bathtub, eating toothpaste.

“Lina, I know you really love that stuff but it’s not good for your stomach. Here, let me put it away and we’ll find something better for you to eat.”

“TOOTHPASTE! TOOTHPASTE!” she shrieks with a voice that seems capable of turning our old little house into kindling. Then she throws her lean, strong body on me and bites me, hard, in the stomach. Quietly, I grab her nose, forcing her to open her mouth for air. But before I can get away, she bites again—this time much harder, right into my lower back. Screaming internally but resolved not to volunteer the reaction that would make biting even more intriguing to my confused little girl, I push toward her, trying to turn around to grab her nose again. No success. Suddenly she lets go, laughs loudly, and runs into our small bedroom, throwing herself on the two futons that cover most of the floor. I hear Elsa crying from downstairs.

“Mama, what are you doing? Come and read a book for me. What is Lina doing?” she then asks anxiously, helplessness reflected in her unsteady voice.

I shout down that I’ll be there in a second, and that everything is okay. “Lina is just a little overexcited, eh?”

“Okay,” she responds. I don’t miss the resignation in her voice. My little two-and-a-half-year-old has been forced to accommodate what has become—impossible. I will cry later, I tell myself as I look at Lina, still in the bedroom, thrashing around on the beds. Catching a glimpse of me looking at her from the hallway, she jumps up and tries to pull down the curtains and the blinds, laughing hysterically. I walk into the tiny little room and sit down at the edge of one of the futons, making no gesture to stop Lina from completing her job.

“Lina,” I say, “Lina, my love, I love you no matter what you do. No matter what.”

“No matter what,” Lina echoes.

“Let’s go outside and swing, what do you say?”

“Swing, what do you say,” she confirms.

It’s one of the few things the three of us can do together apart from eating and sleeping. The large, fifty-year-old oak trees in the yard outside our house hold Lina and Elsa, now bundled in sweaters, in their swings from different branches. We sing “Swing low, sweet chariot, coming for to carry me home,” and I dream away to the day when this frightening existence will be over. “A band of angels coming after me, Coming for to carry me home.”

We would need a whole army of angels to carry us through this winter. A month and a half earlier, Tony and I had finally separated and moved to Newport, Rhode Island, into two separate homes. On the drive across the two bridges toward Newport, there’s a tiny island located just north of Newport Bridge. There is a little shed on the island that has no windows and no doors and whoever might have lived there (no one does now) would have been exposed to water and wind, ice, and snow. To me, it became the perfect metaphor for our life that winter of 2008.

Somehow, Lina and Elsa and I managed to get through this day and many other similarly mind-boggling days. Having moved through dinner, bath, and bedtime—more food, utensils, screams, and crazed laughter flying through the air, more soap chewed on, a few big towels dumped in the bathtub water, and with biting and tearing books a predictable part of the bedtime routine, both girls, miraculously, were finally asleep. Slowly, I walked downstairs and sank down into the living room sofa, staring out onto the dark quiet street. It was February 22. My oldest brother Per had called me earlier that day from Sweden to inform me that my mother had liver cancer in its final stages. My mother had been forced to go back to Sweden earlier than expected from what would be the last of her several trips to Africa. I stared out the window for another two hours, wondering how I ended up here, with bite marks all over my arms and stomach, unable to help my daughter who sometimes reminded me more of a wild, rabies-infected animal than the lovely, affectionate little angel I once knew. How is it that things could have gotten to a point where my other little girl, only a toddler, no longer seemed to believe me when I reassured her that we were going to figure everything out? What had I been thinking moving to Newport, Rhode Island, into a house on a quiet street inhabited by cautious strangers, and, due to my little girl’s rapidly progressing difficulties, unable to visit my terminally ill mother on the other side of the Atlantic?

I needed to move from the why to the how, I reminded myself as I squeezed in between Elsa and Lina—protecting the younger from the neurological unpredictability of the older.


CHAPTER ONE



Life Before Autism

I GREW UP outside of a small town in Sweden, surrounded by deep forests and lakes. Tony grew up in New York City, on the Upper West Side, surrounded by tall buildings, asphalt, noise, and people. My father was the principal of a Lutheran high school for adult students, mostly high-school dropouts getting their lives and their educations back on track. Tony’s father had been an English professor, writer, and eventually a publisher, struggling with multiple jobs and long work hours to put his four children through the private Waldorf School that Tony’s parents felt they ought to go to. Growing up in what at the time was one of the world’s most functional socialist countries, my two older brothers and I went to public school. It wouldn’t have occurred to my parents to do otherwise. Very little in my life and in my country was private. Everything in Tony’s world was. My government erased the difference between rich and poor, lucky and unlucky, healthy and sick. In Tony’s, you either made it or you didn’t.

My mother was a temperamental choir leader and an opinionated principal’s wife, a talented interior decorator and a general busybody. She was funny and charismatic, but plagued by debilitating anxiety and panic. Tony’s mother is an artist. She is often quiet and introverted but her paintings are loud, large, and colorful. My parents spent long periods in Africa, both before and after my brothers and I were born, both working in a refugee camp in Sudan and within the context of a Lutheran congregation in Eritrea. I believe that my mother was drawn to Africa after her older sister had been shot there, when my mother was only a teenager. Her sister had been a dedicated missionary assistant within the Lutheran Church, and was shot by mistake by a robber who had intended to shoot the driver next to her.

Arriving in New York City in 1990, I was shocked by the inequality between people and soon found myself volunteering in soup kitchens and offering a room in my apartment to one downtrodden friend or acquaintance after another.

When Tony and I met in the summer of 1993 at a street fair we both worked at, he was fresh out of law school, studying for the bar, with large student loans and with a focused intention of securing his financial future as quickly as possible. Nothing could have been further from my mind. I worked long hours to pull together resources for graduate school, but my intention was to make the world a better place, brick by brick, step by step, person by person.

Soon, Tony flourished in publishing at a time when publishers all around him began to dip deeper and deeper into the recession. I became a privately practicing psychoanalyst. Marriage and having my own children had not been at the forefront of my life plans. Instead, I had a vision of foster kids running all around, with me and my like-minded socialist boyfriend adopting as many children as we could from broken homes. But, despite our different worldviews, Tony and I were drawn to each other. We made each other laugh, which I think is why we made it for as long as we did. And while we are both strong-willed, stubborn, and intense, humor and forgiveness still today help us find the best in each other, and to act as a team when co-parenting our daughters.

Lina was born in Connecticut. Tony had sold his and his father’s book publishing company to a publisher in Connecticut, and as part of the agreement, he stayed on and worked with them for a few years. I was working as a psychotherapist in a New York City clinic and finishing up my psychoanalytic training. Westport, Connecticut, was the exact midpoint between our professional destinations.

It was a warm summer midnight in 2003, and Lina was getting ready to enter our world. Within an hour of admitting me to the hospital, Dr. Appelbee, the physician on call, came charging into the room, declaring that we needed to induce labor. One of the nurses, less temperamental than the doctor, explained to Tony and me that our baby’s heart rate was dangerously low due to very low levels of amniotic fluids. Tony managed to consult a trustworthy pediatrician in New York to verify that inducing labor was necessary and things started to happen quickly.

I had planned on a natural childbirth, but now agreed to all the measures. After an epidural and a pitocin injection, I pushed Lina out in less than five minutes. There was nothing wrong with her lungs. Whenever the nurses took her into the ward to monitor her early development, her screaming rose above that of all the other babies. But she breast-fed like a champ whenever she wasn’t busy screaming and passed hearing and Apgar tests with flying colors. The first night after Lina’s birth the new nurse on call wanted to quiet Lina down with sugared water. I might have accepted an epidural because I was afraid of the pain but I was not about to give sugar water to my beautifully breast-feeding daughter to stop her screaming. I figured Lina had just experienced a tough trip into this new, scary life and needed to express herself. The nurse insisted that she needed to give me a break and I insisted that Tony was here should I need one. I did, reluctantly, agree to a break later that night and a proud Tony ran up and down the hallway singing “Yankee Doodle went to town, riding on a pony” to our tightly swaddled baby while carefully bouncing her. It helped. It was only our second night with our new wonderful girl and we had already figured out two powerful tricks to calm her down—breasts and Yankee Doodle, accompanied with tight wrapping and fast-paced walking, or, even better, running. This was going to be good. We congratulated each other and drove home, me in the backseat, holding the tiny hand of my fast asleep, 6.9-pound beautiful little powerhouse.

“She’s pretty oral,” I commented a couple of months later to my friend Carleen as we watched Lina attempting to put an entire phone in her mouth.

“That’s an understatement,” Carleen said.

Lina’s love for exploring the world through her mouth made her a passionate breast-feeder. So passionate, in fact, that we eventually consulted a breast-feeding specialist, trying to bring down an overproduction of milk that made Lina choke, spit, cry, and scream every time she tried to feed. This same overproduction also caused my baby serious and ongoing diarrhea of the kind that made it almost impossible to prevent infected diaper rashes, which at one point, according to our stern, Harvard-educated pediatrician, only could be remedied by giving Lina antibiotics.

Before we got a handle on this dilemma, bright green liquid baby poop became a central part of our days and nights. One evening, a few months after Lina’s birth, Tony and I were going to bring her with us to one of our friend’s parties. Tony, dressed up in a brand new, white linen shirt, opened up Lina’s diaper for the last time before we were about to jump in the car. Poop cascaded through the air and covered the entire front of Tony’s shirt.

“That’s it, I’m not going anywhere,” he announced, trying to wipe off the green fluids from his shirt. I couldn’t suppress my laughter, unaware of how one day in the not so distant future, Lina’s extraordinary condition would make maintaining and developing friendships almost impossible.

Breast-feeding got back on track. Feeding repeatedly on one side before switching to the other, and letting Lina lie on top of me so as to help her not to choke on the milk, which, by the way, is called the Australian Method, brought feedings back to the blissful, connected, and restful times they had been the first month of Lina’s life.

Physical closeness for Lina was essential. She slept by my side in our bed at night. During the day we wore her in a baby sling. Many mornings and late afternoons were spent walking on the nearby beach, with Lina peacefully curled up in a sling and with the sound of the gentle waves rocking her to sleep. She was always peaceful near the water. No matter how convincing her red-faced, tight-fisted, screaming agony seemed in her car seat on the short drive down to the beach, as soon as we opened the doors to let the air and the wind and the sound of the water register, she always shifted, becoming the most easygoing little baby-Buddha anyone had ever seen. So we spent increasing time down there, at the beach. Water was clearly her element. Whether at the beach or in a little plastic bassinet that served as her bathtub the first six months of her life, Lina was always in a good mood.

During most of Lina’s waking hours, I worked actively to elicit smiles and sounds from her. Every day I invented new games to catch her attention. Being that Lina was my first, I had no sense of this being an unusually intense motherly approach. Sometimes, relatives and friends might try to point something out about the universe outside of Lina, but such comments only registered in the periphery. Instinctively, I must have known that Lina needed every extra hour of active engagement. But it was not a conscious choice. Not something I hesitated to do or resolved to commit to. Never something someone recommended. It was the way I was a mother to Lina. I thought it was similar to the way everyone mothered their babies and children. Only later, as I participated in a group of Swedish mothers, did I realize that I was pretty much the only one doing this. If I modified my involvement with Lina, played a little less with her, let her be by herself for a few minutes, she either fell apart, screamed, or seemed … absent. One day I decided to put Lina in the stroller instead of the sling and go for a long walk to a nearby park. We were about an hour away from home when Lina suddenly turned from cheerful to screaming. It was the kind of howling that instantly became the center of attention for everyone in the park, including a tall, slim man with his long hair in a ponytail, who stood on top of a little hill, worshipping the sun. With a poorly diffused edge, he demanded to know if I had fed my screaming girl and if she was cold. With equal irritation, I responded that I had indeed fed her and being that it was the middle of a warm summer day, I wasn’t too concerned about my daughter being cold. The man forgot the sun, pointed his long, skinny finger at me, and shouted, “IT IS YOU! IT IS YOU! THAT’S THE PROBLEM! SHE IS SCREAMING BECAUSE OF YOUUU!!”

We eventually got home. And as soon as we did, Lina calmed down. In fact, most of the time, as long as I stayed right beside her, shared my substantial milk supply (it would have been enough to feed at least ten other babies) without reserve, and had her in a sling for a couple of hours each day, she was happy and developed beautifully. The sling was useful not only to me but also to Tony.

Lina and I were rarely apart. Keeping up a part-time psychoanalytic practice did require that I spend a couple of half days in the city. Sweetly and generously, Tony drove us all into the city those days and delivered Lina to me in between my sessions so that we could be together and Lina could breast-feed. Frequently, we all stayed over in a hotel and loved being in the city again. In the hotel room, Lina discovered the bathtub for the first time, since the apartment that we rented in Westport only had a shower. She would splash around in the bathtub smiling broadly, needing a lot of cajoling to let herself be picked up and wrapped in the plush hotel bath towels. And I loved not having to worry about cleaning and cooking, and using up as many towels as we wanted. And Tony, most of all, loved spending time back on the streets of New York City. When Lina was six months old, this arrangement turned into permanent living, and we moved back to the Upper West Side where both of us had lived for most of our adult lives. Tony was able to spend increasing time working from home, and I started to see my clients from home. It was such a relief to be back in the city. We had beautiful Central Park two blocks away from us, as well as Riverside Park, with its lovely Boat Basin, trails along the water, and multiple playgrounds, a block west of our bright, charming, high-ceilinged apartment. And Lina continued developing beautifully, babbling and playing, laughing and giggling, and being so connected and aware of everything and everyone around her.

Soon after we were back in the city, I met a mother who became one of my closest friends. Her daughter was the same age as Lina and soon turned into my daughter’s most important friend. Ellen. Little precocious, lovely, brown-eyed Ellen. A teacher from the start, just like her mother. Ellen had her hands full with Lina, who always did what she believed made sense and what she wanted to do rather than following somebody else’s rules, who was probably the most self-directed little friend Ellen would ever come across. Lina and Ellen became inseparable. We started them at the same preschool, and parents of other children in their class frequently expressed insecurity about their own children’s level of interactivity compared to the evolved and interactive play they witnessed between Ellen and Lina. Ellen’s mother, my dear friend Anki, and her husband Anders moved from the Lower East Side into our building. All of a sudden we had a community! Biweekly dinners, shared Christmases and vacations, endless playdates, coffee breaks, and dropping each other’s children off in our respective apartments all became part of our lives. Celebrating life became our daily mission and no one was more skilled at creating festivities and celebration than Anki. Everyone around her felt happy. I have, in most instances, had a kind of clarity about whom I wanted very close to me. A kind of inborn bullshit detector that helps me trust what I see beyond people’s verbal presentation of themselves. Listening to Anki, I did see some fear, some internalized social pressure, someone who has frequently been cornered into the role of a mediator. But I also saw so much love and light and goodwill that laughing and smiling and kidding around naturally became part of what I did in Anki’s company. I used to joke that if we both hadn’t been married, and I had been a man, or, alternatively, a lesbian, I would have proposed to Anki. She was so easy to be around. With the growing tension in Tony’s and my relationship, spending time with Anki felt like a relief, a kind of protection from being sucked into what was beginning to feel like a dark hole. Tony and I found it increasingly difficult to laugh at our disagreements and help each other through difficult times. But when Anki and I had rough times with the kids, we supported each other and when that didn’t help we just laughed it off.

And when our daughter Elsa came into the world, Tony and I went off to Cornell Medical Center in a cab across Central Park, while Anki, with her big belly ready to give birth any moment herself, slept faithfully next to Lina. She comforted my daughter when she woke up in the middle of the night crying for me and gently stroked her back until she fell back to sleep. There was no one I would rather have there with Lina that night than this friend. I felt so lucky. When Anki’s little warrior, Alfred, with lung capacity similar to Lina’s, was born, I rocked Ellen to sleep in my arms and woke her up to a pancake breakfast with her best friend Lina. I have a picture of the two of them, sitting side by side in the bright red double stroller we had just bought, sleepy-eyed and serious, waiting for pancakes to be ready and for Ellen’s new brother to arrive home from the hospital.

Lina was thriving and seemed to adjust generously to Elsa. Our little two-year-old sat around with Elsa proudly in her lap and handed Elsa all of her own most precious possessions—her favorite dolls, the plastic pieces of food that she loved to play with, big chunks of Play-Doh, the plastic cube that produced Mozart and Vivaldi music as well as the sounds of individual instruments when you pressed on the different sides. She even let her little sister sniffle on the most valued possession, her blankie. Lina showed an unusually generous, non-possessive personality that protected her from being caught in ways that many people are caught, in defensiveness, fear, and inability to let go.

Elsa, in turn, was the easiest baby I had ever met. From the morning of her birth, in hot August of 2005, Elsa has seemed to accept everything in her life almost effortlessly. I can’t bank on that, I remind myself, and only barely manage to avoid psychoanalyzing Elsa as the already parentified child, needing so much less attention and holding than her sister; in comparison seeming almost unnaturally self-sufficient, as if she already subconsciously knew that there was only room for one high maintenance child in the family. She wasn’t, of course. Not at that time. Because at that point life didn’t seem any more challenging for us than for any other family with a couple of small children. It was busy but we had a rich, fun-filled life with two gorgeous, interesting little girls making it even more wonderful.

With much support, encouragement, and inspiration from her older sister, Elsa grew up to be an imaginative toddler. She often stunned us with stories that were rich and innovative, intelligent and emphatic. Today, it is hard to remember that Lina, at two and a half, could have been Elsa’s most mutual and interactive playmate. As a toddler, Lina was that imaginative and verbally expressive child. She happily played with Ellen and Elsa and anyone else, big or small, who came through our doors for a visit. Watching old videos, I see her standing by the toy stove in our 81st Street apartment, located just off Broadway. Ellen is on the other side of the stove. Both girls are cooking busily. Elsa sits in a rhythmically moving child seat, watching it all.

“Mama,” Lina says in Swedish, “I’m done with the cooking.”

“You’re done?” I respond, also in Swedish. “What did you make? It looks like … what is that, peas?”

Lina pauses and gives me a concentrated, inquisitive look.

“No, no, no,” she laughs, pointing at the video camera, asking, “that’s a …”

“It’s a video camera. And what do you have? Is it a pancake?”

“No!” she shouts as she skips back to the stove, picks up some plastic salad and, triumphantly, informs me: “Broccolella!” She gives this freshly invented vegetable to me and rushes back to the stove.

Lina starts singing: “Macalola, Macalola.” Ellen responds: “Macalola, Macalola.” Lina goes back over to where I’m sitting next to Elsa. Elsa makes a throaty sound. “Ahhhhgaaa.”

“Tomato, Elsa, that’s tomato, Elsa,” Lina says, switching from Swedish to English as she gives the tomato piece to her little sister.

“Mmm, tomato for Elsa, so good,” I affirm.

“Oh, no,” huffs Ellen, still in English, picks up a pretend French fry from the floor. Lina goes back to the stove to work on the next scenario.

“You will not have that anymore,” Lina says, puts the cheese in the sink, walks back to me, and says firmly: “You will not have cheese anymore.”

“No?” I ask, acting concerned, “Isn’t there any more cheese?”

“No more,” Lina states, matter-of-factly.

“No?” I repeat, increasing my concern slightly, and stare at Lina. She breaks out smiling. Her face beams with compassion mixed with a wonderful, humorous glimpse.

“Mama, mama, you can have cheese.”

“Oh, thank you, my friend, thank you, my love, I was getting a bit worried. Mmmm, it’s so good.”

“So we can eat cheese!” Lina concludes, as she clasps her hands together in a hospitable, celebratory way.

Lina’s nurturing, generous style defined her personality. She fed, medicated, sang for, entertained, hugged, and kissed everyone around her. This, in spite of (or maybe partly because of) the fact that I had to abruptly end Lina’s access to my breast milk when she was eighteen months old, shortly before Elsa’s birth, due to contractions that threatened to cause premature labor. Only once, Lina explicitly protested me giving Elsa the milk that just recently had been Lina’s most precious source of nutrition and comfort.

Lina did experience the losses involved in getting a little baby sister. Tony and I had talked a lot about how to make the transition from being an only child to a sibling of a tiny, needy baby as smooth as possible. Maybe because Tony sometimes had experienced feeling like the third wheel in the context of Lina’s and my relationship, he was particularly concerned that Lina now would suffer. One night after Lina went to sleep Tony showed me a letter that he had written right before Elsa’s birth to Dr. William Sears, a well-known pediatrician who is particularly knowledgeable about breast-feeding issues.

“Dear Dr. Sears,” Tony wrote, “we have an eighteen-month-old child who is very attached to her mother. They sleep together, talk Swedish together (I’m American), breast feed together (twice a day—before the nap and night sleep) and have an intensely close relationship (though I spend a lot of time with our daughter, too). We’re soon going to have a second baby and we’re concerned that the strong attachment between mother and daughter might make the transition difficult for our daughter and us.”

Dr. Sears never responded to Tony’s letter. But reading it helped me understand my husband better. He was not just describing Lina’s potential challenges, but also his own, potential as well as already actualized. And Lina, well, she mostly enjoyed Elsa and, with impressive instinct, weaved her into her games. Most of the time, she seemed so ready to have a little sibling. Never did Lina try to exclude Elsa when other people were around. She always just assigned different roles and functions to Elsa and skillfully welcomed her little sister into her rich social network.


CHAPTER TWO



Searching for Home

Life had been so good this year, with our best friends upstairs and with Lina and Elsa becoming such interesting little people. Tony and I didn’t do nearly as well as our daughters. We have, and always have had, so much love between us. Neither Tony nor I hold onto negative things, which, paradoxically, might have been the factor causing us to hold onto our marriage a little too long. This is not a story about Tony and me. Of course our difficulties influenced both Lina and Elsa. The increasing frequency of difficult days. The unpredictability of our lives together. For the most part, no one screamed, but anger and sadness became part of our lives. Our apartment building was sold. Tony and I moved to an apartment on 86th Street that had belonged to the deceased father of a friend. Lina and I, in particular, missed the comfort of our upstairs friends. When Lina approached her third year, I felt myself slipping into a depression that somehow prevented me from making good decisions. I knew at this time that Tony and I needed time apart. My close friends knew. Most likely, Tony’s close friends were equally convinced. Even Lina knew. In the context of an argument between Tony and me, Lina looked me in the eyes and sadly commented, “A building is falling down on Mama.”

Then, in November of 2006, when Lina was three and a half years old, something happened to her—she left us in a way that terrified all of us. She had been with Therese, our wonderful, Swedish babysitter, in Riverside Park. Lina, sitting on the swing, suddenly seemed out of it. She hadn’t responded when Therese called her name. She had just stared right through her, as if she didn’t know that Therese was there. Therese took her home. Lina was okay for the rest of that day. The next day and the day after, she would start to cry for no apparent reason. She seemed phobic and would often run after me, suddenly, as if something had just terrorized her internally and she needed my protection.

One of those frightening days, Anki and Ellen were coming by our apartment. It was Wednesday and even though we were living in different buildings at this point, we stayed faithful to our weekly Wednesday tradition of having dinner at each other’s houses. But this day was very different. Saliva began to flow out of Lina’s mouth and she stared at me, expressionless.

“Lina,” I begged her, feeling seconds away from panic, “please swallow. Can’t you just swallow? Please, Lina.”

Anki looked at me, mirroring my own sense of desperation. Right then, in that moment, trying in vain to convince my strangely unavailable daughter to swallow, I caught the first glimpse of the indescribable nightmare that would become such a predictable part of my everyday life. I didn’t know then that the time would come when my daughter would not be able to do other things we took for granted: to speak, look me in the eyes, play with toys, stop herself from pushing and hitting her little sister or biting me until no part of my arms and stomach was without that familiar blue-and-green-colored pattern of little, sharp teeth. That afternoon, Lina received a referral from our pediatrician to see a specialist at the New York Medical Center for Epilepsy.

At dinnertime that night, the food that Lina put in her mouth fell out as she was unable to control her jaw muscles. Tony and I looked at each other. Fear and agony united us. That night, Tony expressed his fear that our marital difficulties were responsible for Lina’s breakdown. He blamed himself. I watched him sit down on the couch. He looked broken. Scared by the sound of my own words, I told him that I thought this might be something beyond what had transpired between him and me. “We will know more after the appointment,” I told my crushed husband. “Let’s hold off with blame and conclusions. We will continue to do the best we can.” I hugged Tony on the couch and told him I loved him and walked down the hallway to my daughters’ bedroom. I lay down next to Lina, praying that whatever it was that had created that terrifying, vacant look in her face would be gone in the morning.
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