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part one



Bits of Beets and Tadpoles





beets



The house I grew up in looked like any other on the block. It was a rose-colored, stucco, three-bedroom ranch-style house on an extra-large lot in a middle-class neighborhood in Santa Monica, California, about three miles inland from the Pacific Ocean. There were white shutters on the windows, a shady covered front porch, and a huge living room picture window that Mom decorated with snow-in-a-can “Happy Holidays” at Christmas. A white wrought-iron gate protected the entrance to our huge backyard, which was enclosed by a cinderblock wall. A mass of untended pink geraniums flourished all along the other side of the house. The driveway was large enough to park our tan-and-white Ford station wagon and an old blue Lincoln.


Inside, there was food on the walls, particularly in the dining room. Canned shoestring beets stuck stubbornly to the pink and gray wallpaper. Some of the stains had been there for years. Black and virtually impossible to remove once dry, they blended well with the thin black lines in the pattern.


Dad had painted the rest of the walls in the house a high-gloss tan. Naugahyde had replaced fabric furniture. My grandmother bought us brown linoleum that looked like pebbles, and it covered the floors throughout the house. Everything could be easily swept and wiped clean. The wallpaper in the dining room was all that remained from the days before food was airborne, and it no longer went with anything. Maybe it reminded Mom of when she first decorated her new home, happy and optimistic about raising her girls here.


Even when my sister Mikey was eight years old—one year older than I was—she was like a two-year-old. She didn’t speak. She was brain damaged. That was the diagnosis given by a neurologist. She was blind, too.


Flying beets were not the only food adorning our walls, but they were the most plentiful. A brief foray into the kitchen refrigerator yielded a handful of the squishy red vegetable that Mikey had flung during a gleeful spin around the room. With a broad grin on her face and her arms swinging, she squeezed the beets between her fingers and they landed everywhere. Then, in a paradox of manners, she wiped her hand clean on her hair. Sometimes she flung food in a fit of frustration, moments before she clenched her forearm in her teeth, tearing at the flesh.


We never moved the furniture—not even a little bit. Everything was pushed up against the walls. There were no rugs or coffee tables, nothing Mikey could bump into or trip over. Keeping the rooms safe and predictable allowed her to move easily around the house. We were all responsible for keeping doors wide open; a partially open door meant Mikey could smash right into it, face first.


The dining room contained only two pieces of furniture. One, a large, overstuffed, armless black Naugahyde chair, Mikey’s chair, was pushed into a corner. She sat in her chair for hours, squeezing Play-Doh between her fingers or bending the lid of a tin can back and forth until a piece broke off and fell to the floor. Without pausing, she continued to bend, working on a new piece. There were small cuts on most of her fingers. She rocked and bent for hours. We didn’t take her treasures from her. She enjoyed rifling through the kitchen trashcan to find them and bending seemed to make her happy, to calm her. 


In another corner of the dining room stood an antique china cabinet, a family heirloom. It was a golden-oak color with carved lion’s feet and a curved glass door. My grandmother had purchased it when she got engaged. It was an expensive indulgence and the nicest thing she ever owned.


After her parents died, Mom brought the cabinet to California from Illinois, had it refinished, and slowly filled it with pieces of pottery and china, including a pair of Santa Claus cups. Mom filled one of them half-full of milk every Christmas Eve, and we set it out, along with a plate of cookies, for Santa. I knew he had come, not only because there were presents, but also because on Christmas morning the cup was empty and Santa had eaten all but half of one cookie. A beautiful china pitcher, painted with purple grapes and green vines, sat on the middle shelf, surrounded by six cups—each painted with a different fruit. My grandmother could never have afforded such fine, hand-painted china and neither could we. I’ll bet Mom came across them at one of the auctions she loved. Sometimes she found bargains that she sold for more than they cost, supplementing our income.


It is a mystery to me how the china cabinet remained intact through the years or why it resided in Mikey’s favorite room. She could have easily destroyed it during a rampage of biting and flailing. Perhaps it was a defiant line in the sand of adjustments that had to be made to accommodate her.


Mom told me years later that when we first moved into our house in 1955, when Mikey and I were still babies, she visualized our large eat-in kitchen as a center of activity. We would gather every night to share a hearty meal and the events of our day. There would be no distractions, like newspapers, because we would listen to each other. And we would be expected to be on time, and would be, because we’d want to be close with our family. Instead, meals came to represent everything that was different about our home and were a reminder of everything that would never be.


One dinner, when I was seven, stands out. I set the kitchen table with mismatched Melmac dishes and plastic glasses—nothing breakable. I relished my time alone with Mom, working together to get dinner ready. I told her about my day at school, and she asked occasional questions or offered a bit of praise as she bustled about tasting this and that, making final seasoning adjustments. The scent of cooking onions filled the room when Mom opened the oven door. Pot roast nights were Dad’s favorite.


When Dad came home from work and strode into the kitchen that night, he kissed me on top of the head and asked, “How’s the terrier today?” Terrier was his nickname for Terry, as I was called back then. I only had a few minutes to talk before Mikey came in, so I spoke in a rush.


Mom and Dad exchanged a few words about how Mikey was doing. They never touched. When he took his seat, Dad opened the evening paper for a brief glance at the news before dinner.


With her Camel dangling from the corner of her mouth, Mom carried our meal to the kitchen table: salad with Thousand Island dressing, pot roast, bread, and oleo. I called out, “Mikey, dinner’s ready. Come to the kitchen.” She found her seat nearest the kitchen door and sat quietly in the orange plastic chair with her knees pulled up against her chest. Mikey was slender, with fine features, more delicate than mine, and pale translucent skin. Her chin-length brown hair was messy. She was pretty, except for her eyes. They were sunken with no color, only darkness and patches of white.


With Mikey seated, it was time to be quiet. We didn’t speak much at dinnertime. It was usually best to keep sensory stimulation to a minimum. Sometimes conversation, a chair dragged across the floor, or the refrigerator door closing overwhelmed Mikey, and she couldn’t sit still, couldn’t eat, or started biting herself. Some nights we fed her later, after our dinner.


I helped by preparing Mikey’s plate with small pieces of cut-up meat, wax beans, and strawberries. Finger foods—nothing too mushy.


It was evident, knowing and observing her, that Mikey’s senses of taste, touch, scent, and sound were heightened. She stilled when she heard the dish set down on the table in front of her. I told her what was on her plate, and she felt for a morsel then picked it up with slender fingers, her pinky daintily extended. She smelled and tasted tentatively. A strawberry. A slight smile crossed her face, as though she was saying “mmmm” while the complex flavors washed over her taste buds.


If she didn’t want something, she held it out for someone to take, as if saying, “No, thank you. You can have this.” Some food inevitably landed on the floor.


That night, she sat quietly rocking and ate most of her food, then popped up and left the kitchen.


A moment later, the kitchen light went out. Dad called out, “Mikey!” We heard a giggle from the next room, and the light came back on. After we had resumed our dinner, the light went out again. “Mikey!” Mom and I both chimed. She reached around the kitchen door to flip up the light switch, giddy with pleasure. She couldn’t see the light, didn’t know what light was, but it was great fun. The game went on a few more times, all of us enjoying the play.


After Mikey left, my parents and I could talk. That night, the mood was light as we laughed about Mikey’s discovery. We were all delighted by her happiness.


Sometimes, on warm evenings, the neighbor’s chubby black dachshund, Jasper, would pad into the kitchen through the open back door. With his nose to the ground, he’d purposefully head straight for Mikey’s empty chair. On the floor underneath, he’d find his snack. I always enjoyed his visits, although he was much more interested in the scraps of food than he was in me.





marcile & jim



Mom had a life before she had Mikey and me. I knew because she kept it in the big bottom drawer in the hall, the deepest drawer, underneath the built-in cupboard where we kept sheets and towels. When I was a little girl, I’d plop on the floor, when it was still covered in nubby, gray carpet, and wiggle the sticky wood drawer open to reveal a treasure box of photographs. There were so many that I had to push them down to get the drawer closed again. Mom often sat with me, and as I picked one at a time, told me the stories behind them.


There were pictures of Mikey and me seated in a double stroller. Mikey was clapping her hands, playing patty-cake. I was chubby. That photo was taken during happier times, hopeful times when it seemed like blindness was Mikey’s only problem. Mom told me that, when they took us out for a walk, Dad used to walk backward facing Mikey and me in the stroller so that he could look at us. And he beamed when strangers exclaimed how cute we were.


I found yellowed, cardboard photos of severe-looking women with their hair pulled back, dressed in black up to their chins. These were Mom’s grandmothers and great-aunts. They were German Lutheran—solemn farmers’ wives—and taught her that it was downright selfish to seek happiness.
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In my favorite picture, Mom, her name is Marcile, was about five years old and a shoeless ragamuffin. She was sitting bareback with her six-year-old brother Don on Old Babe, a huge white horse. They rode Babe to the one-room school in their small town of Cullom, Illinois. Mom told me stories about growing up on a farm. They had an outhouse and used pages from the three-inch-thick Sears and Roebuck catalog for toilet paper. I learned about the hobos who came looking for work and food during the Depression, about having to give away egg-sucking dogs if they couldn’t keep them out of the chicken coop.


In another picture, Mom’s parents, Dora and Earl, posed in front of a barn, a small tractor nearby. Mom described her mother as a strong woman with progressive ideas about farming. Her dad had a short fuse and might have kicked a kid in the rear for a smart-alecky comment. Her big brother, Don, was strong. When they were young, she had to learn to hold her own with him. He grew up to be a hard-working farmer and a heavy drinker. Phyllis, the baby of the family, came along when Mom was eleven. Big Jim, their gentle giant Newfoundland, used to pull Phyllis in a tiny cart.


Mom grew up where there was a community of friends and relatives who were always willing to help each other get the crops in on time. When they finished the hard work on the farm, there were dances and card games.


But Mom didn’t want to stay on the farm or live in a small town, so when she was twenty-one, she moved to California to stay with an aunt and uncle who lived in an apartment above the carousel on the Santa Monica Pier. There were black-and-white glossy photos of her standing in front of her first car, a Ford. She was twenty-two years old in 1937 and on her first trip back to Illinois from California.


When I rummaged through the memory drawer, I found pictures of Mom in California. She posed with her best friend, Blanche, in huge sombreros during a trip to Tijuana. Mom always held a cigarette, looking like a sophisticated movie actress. She worked in Westwood as a secretary for a medical doctor. And she went dancing at the Aragon Ballroom or the Casino on Catalina Island. Her life felt as real to me as my own. Even now, decades later, I feel nostalgic for a time before I was born.


My dad’s life wasn’t as vivid to me. There weren’t nearly as many photographs. My Mom couldn’t share the feeling and flavor of his life because they weren’t her memories, but she shared the details. My Dad, Jim, grew up in Chicago. He was two years old, the youngest of three boys, when his father, an attorney with political aspirations, died. Mom said the death seemed to be shrouded in mystery, although the official story was that my grandfather slipped on ice. Dad and his family weren’t ones to talk about personal issues. Nora, his mother, raised her sons alone, supplementing her widow’s pension by renting rooms to boarders. Having been raised by a rigid widower father who had little time for her, Nora had a limited repertoire of mothering skills.


Dad was the rascal of the family—a troublemaker who was always provoking the ire of the nuns at school. Drinking and fighting at a young age were common in his Irish neighborhood. But he was smart and did very well academically.


Dad and his brothers enlisted in the military after the attack on Pearl Harbor in 1941. John, the oldest, joined the Army and served in Europe. Joe was an Air Force pilot and became a POW in Germany. My dad served in the Marine Corps. I loved the 8 x 10 picture of him in his Marine Corps uniform—a young man of twenty-three, his dark hair neatly combed back, an easy smile. The black-and-white photograph was tinted with a bit of color, as was the style in those days.


He was injured while fighting on Guadalcanal—shrapnel in his neck—and received a Purple Heart.


Back in the memory drawer, there were strips of one-inch pictures taken in a ten-cent photo booth on the Santa Monica Pier. Some of them were of Mom and Dad, smiling for the camera or gazing at each other.


I always looked for the picture of my parents taken on the day they were married. They sat close together on the steps of their home, smiling for the camera. The photo was black and white but I knew Mom’s dress was blue with an ivory lace bodice because it had since been hanging in our hall closet. My parents hadn’t known each other long when they married. I often asked Mom to tell me the story of the night they met.


It was 1943. The United States was fighting World War II in the Pacific and Europe. Mom was twenty-eight and Dad was twenty-four. He was on leave from the Naval Hospital in San Diego. In addition to his combat wound, he had contracted a severe case of malaria as well as tuberculosis. He and his friend Red set out for Santa Monica for a night out. They were happy to be alive and glad to be back in the USA. After growing up in Chicago’s harsh climate, California seemed like heaven.


As my mother remembered that night, I imagined how the Miramar Ballroom in Santa Monica must have looked, charged with energy, smoke wafting above linen-covered tables; the hardwood dance floor gleaming with the light cast by crystal chandeliers; cocktail glasses clinking; and laughter rising above the sounds of the big bands. Dozens of couples would have been dancing to the music of Tommy Dorsey. With the help of a little beer, my dad was outgoing, not brash but friendly, funny, and smart. Mom said they danced and talked and laughed that first night. They had a wonderful time, and at sunrise when he had to return to San Diego, they made plans to meet again.
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While they waited for Dad’s next leave, they wrote letters and discovered that they had a lot in common: They were both intelligent, loved books, and were from the Midwest. He was smitten. She felt the same.


The next time Dad came to visit, he met Mom’s aunt and uncle. They were warm and welcoming, and he fit right in. They discussed the war, played card games like whist and euchre, told jokes, and spoke of hailing from Illinois and of their enchantment with California.


Mom told me that everyone knew someone who had been killed, captured, or injured in combat. One of her best friends from back home, Harold, died when the Japanese sank his ship. The sacrifices at home, like rationing, were made willingly, everyone knowing they paled against those of the soldiers.


Dad’s diagnosis of tuberculosis meant a medical discharge from the Marine Corps, and he returned to his home in Chicago. He kept his promise to write to Mom. After six months, he proposed and she accepted. She later joked that she thought the beer in her refrigerator and the warm California climate inspired him to ask her.


When I was older I learned more. In the beginning, their marriage was easy. They drove to Illinois so Dad could meet her folks. Once again, he was welcomed with open arms. After a hard day’s work on the farm, Mom’s parents, Earl and Dora, joined Dad, Mom, and her brother Don for cards. Dad loved being part of her family. They liked him, too.


There was a little picture in the bottom of the memory drawer from a photo strip. It was of a woman with dark curly hair and dark lipstick. I’m not sure how old I was when Mom told me that she was someone with whom my father had been unfaithful. It was early in their marriage. Mom discovered hairpins in their bed. I don’t think she ever forgave him. Why else would she keep the picture? She kept pictures of her old boyfriend, too. Bill was handsome, standing next to his convertible. I think he was the love of her life.


Over time, Mom realized that perhaps she didn’t have so much in common with my dad after all. Mom worked at the Veteran’s Administration as a secretary. Dad’s work wasn’t steady, and Mom thought he wasn’t ambitious. She wanted to go out, socialize with friends, and talk about books. “When I met your Dad, we had books in common,” she said. “I never thought he would never pick up a book again.” Dad was content to listen to the radio and drink beer. Mom wanted to cook creative and interesting dishes like soufflés or special desserts. He preferred meat and potatoes. I never heard my father’s version of those years. He kept his memories more to himself.


Mom became increasingly unhappy. Dad may not have truly understood her unrest. He was content; why wasn’t she?


After seven years, with no children or intimacy to keep her, they separated. I don’t know if they wanted children or not, but they had taken no measures to prevent it.


One year later, Mom’s mother was engulfed in flames when a spark ignited gasoline she was using to clean some farm equipment. My grandmother dropped to the ground, rolling in the dirt. Earl came when he heard her screams, but the burns were extensive. The closest hospital was small and ill-equipped to treat her, so she was transferred to Chicago.


Mom and her sister Phyllis went immediately to Illinois to be with their mother. Day after day, stoic and strong, Mom held her mother’s hand while nurses scrubbed the burns. Dora’s pain was excruciating. When Mom saw that her mother’s urine output was dwindling, she brought it to the nurses’ attention. “Don’t worry, honey, we’re taking good care of her,” they said. When Dora became feverish after blood transfusions, Mom asked the doctor what was wrong. Again, she received a patronizing response. After seven weeks of suffering, Dora passed away.


Mom didn’t tell me in so many words how devastated she was by her loss, but I came to understand how lonely she felt without her mother. When Mom returned to California, she spent some time with Dad. He had been close to Dora, too. Their time together would most likely have been limited. They would have probably separated again and eventually divorced, but Mom discovered that she was pregnant. This changed everything.





preemie



Michele Colleen Sullivan, Mikey, was a fragile baby born into a fragile marriage. She weighed 2.3 pounds when she entered the world on February 2, 1953, and went directly into an incubator.


Mom told me the story of those early days. My parents stood by helplessly as Mikey fought to live. They weren’t allowed to touch her. The nurses didn’t touch her either—only when absolutely necessary. That was the way things were done then.


Mom’s time working at the VA gave her access to medical journals, and she researched whatever she could find about premature babies. She found a study that showed that too much oxygen can cause blindness and brought it to Mikey’s doctor. If the doctor ordered correct levels, at least one nurse sabotaged them. Mom told me about the nurse who said, “No baby is going to die on my shift,” as she cranked the oxygen all the way up. Mikey was in an incubator for weeks and stayed in the hospital for several more before she was strong enough to go home.


It wasn’t until after she left the hospital that doctors diagnosed her with retrolental fibroplasia—complete destruction of her retina, total blindness.


My parents remained optimistic. Of course, Mikey’s blindness would present challenges, but she would have a nearly normal life.


In those first months, she suffered. She rubbed her eyes, constantly cried, and seldom slept. My father walked for hours, cradling her in his arms, trying to comfort her. He lost thirty pounds in two months.


Shortly after Mikey was born, my mother’s obstetrician told my parents that if they wanted a “normal” baby, they should have one right away. My parents didn’t think of Mikey as abnormal. The doctor was referring to my mother’s age. Thirty-eight was considered old for having babies.


I was born thirteen months after Mikey. I was a little girl when my mother told me about the doctor’s recommendation. I’d like to think she wanted me to know that I was special and wanted, but by that time Mikey’s handicaps made it clear that I was probably more of a burden than a blessing. In my little girl’s mind, I understood her to say that I was born for the purpose of making our family normal. I felt that along with the designation of “normal” came great responsibility and obligation.


When she was two years old, Mikey underwent surgery for glaucoma. She had the kind of glaucoma that was painful. My mother insisted that Dad stay at the hospital with Mikey while she was at home with me, but parents couldn’t remain after visiting hours. The nuns insisted that my father go home, and he complied. Mom told me later that she thought he didn’t stand up to the nuns because, as a child in Catholic school, he had been firmly indoctrinated never to question them. Poor Mikey was all alone in an unfamiliar place, surrounded by unfamiliar sounds, poked and prodded by strangers, and in pain. One of the nurses told my mother and father that Mikey cried all night long. My mother thought that there might have been a dripping faucet during that night because for years, whenever Mikey heard dripping water, she panicked and cried. After the eye surgery, she developed painful iritis. Then she had a second surgery because the first operation had been unsuccessful.


Mikey spoke early and developed typically. She liked big words like “rambunctious” and said, “baby cry, baby cry” when I cried. She joined in when my parents sang nursery rhymes and clapped her hands to patty-cake. She navigated easily, instinctively walking with her arms outstretched to avoid obstacles she could not see.


When she was two-and-a-half years old, everything changed.


One moment she would be mimicking nursery rhymes, the next she started screaming and clutching her feet. She became progressively withdrawn, stopped speaking and resisted all attempts to hold or comfort her.


She didn’t respond to sound and seemed to be deaf.


When I was older and Mom described this time to me, she said, “I watched her drop something heavy on her foot. It must have hurt, but she just stood there. She didn’t react at all, didn’t withdraw her foot, didn’t grimace or cry. After almost a minute, she screamed and bit herself.”


My parents took her to see pediatricians, neurologists, and psychologists. Child development specialists evaluated her. Audiologists tested her hearing. Her brain waves were measured. It was impossible to measure her cognitive ability due to her complete lack of response.


My parents wondered if the sensory deprivation of her time in the incubator had caused her withdrawal. Studies since then have shown that it is critical for premature babies to be touched and held. Maybe the pain, fear, and isolation she experienced during her time in the hospital when she had eye surgery contributed to the withdrawal. Maybe a virus was the cause. Perhaps her prematurity—therefore, a lack of brain development—was to blame. But she had developed typically until it all stopped. Could it be the excessive oxygen that had also blinded her?


Finally, a neurologist named Dr. Sedgewick said, “My God, this child is profoundly brain-damaged. Why hasn’t she been institutionalized?” Mom said that it was a relief to know what was wrong, even if they didn’t know why. It wasn’t until decades later that research suggested that extremely low birth weight (ELBW) affects brain development and that these children were at greater risk for autism.


Over the next couple of years, as I developed typically, Mikey gradually re-joined the world—but never completely. She began to respond to sounds, but she didn’t speak. If my parents sang patty-cake, she raised her hands as if to clap but stopped with her hands in mid-air. It was as if the wiring in her brain had short-circuited. My parents understood or misunderstood her by her vocalizations and gestures: reaching out, moans, smiles, giggles, grimaces, whimpers, sometimes bites and scratches. As I grew older, I learned her language too.


Some of her behaviors seemed to signal that she might be in pain, like banging her head on the wall. But my parents could seldom be certain. They thought her eyes could be causing her to suffer. She rubbed them a lot and winced when bright sun shone on her. But the doctors said no, it couldn’t be her eyes. I don’t know if she understood the question, “Where does it hurt?” She couldn’t say yes or no. She couldn’t point or otherwise indicate where her pain was—if she was in pain. My parents looked in her mouth, pressed on her abdomen and watched for a flinch, or held a cool cloth to her eyes and waited to see if she calmed down.


By the time she was six, Mikey’s re-emergence had plateaued. She grew physically, but developmentally remained about two years old. We could never know her interior life. Is it possible that she was more typical than she appeared but couldn’t communicate?


Over the ensuing years, children like Mikey were given many different labels that varied by year and reflected the credentials of the professional making the diagnosis. Childhood schizophrenia was a popular diagnosis in the 1950s. It referred to symptoms now associated with autism, such as loss of speech and inability to bond or relate socially. Psychiatrists postulated that “refrigerator mothers” who deprived their children of love and affection caused the syndrome. Another label was “mentally retarded,” which was divided into two groups. “Trainable mentally retarded” referred to those children who might be able to master simple functions, such as using the toilet or utensils. “Educable mentally retarded” described higher-functioning children able to learn more advanced skills, such as speaking in sentences. “Developmentally disabled” was a term used much later. We always referred to her as brain-damaged. Back then, the label made no difference. The treatment was the same: Nothing. And, frequently, institutionalization.


Sometimes, children like Mikey were referred to as “exceptional.” It sounds nice, doesn’t it? Families like mine might be labeled as exceptional families. Does that mean I was an “exceptional sister?”
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early years



I was born in the middle of the baby boom, in 1954, so there were a lot of kids on our block. We went to each other’s homes for birthday parties, where we played Pin the Tail on the Donkey, ate birthday cake, and opened presents. The other kids didn’t seem to notice or care about Mikey. In the years before I started school, she was mostly rocking and spinning, hyperactive but not as disruptive as she later became, and not biting very much yet. But if she was having a bad day, I went to a friend’s house.


Dad had taken a training course at Hoffman Television, and he continued to work there after he completed his classes. I’m not sure what he did exactly. Sometimes he repaired TVs on the side. Mom stayed at home. I didn’t realize that she had to stretch paychecks. I always had nice clothes, and I never thought twice about some of those clothes coming from a thrift shop.


Most days, my friend Connie’s mom, Liz, came over from across the street to have a cup of tea with Mom. When Mikey was small, before everything went wrong, Liz would bounce her on her knee and coo and tickle her. Even after Mikey changed, Liz came over to visit. Mom told me when I was a little older how much it meant to her when someone showed affection toward Mikey. Other days Mom took us to my Aunt Phyllis’s house. I think she hoped that spending time with my cousins Johnny and Jimmy would give me an experience similar to having typical siblings. The visits also gave my mother another chance to spend time with an adult, although my aunt always seemed annoyed by Mikey.


We knew one other family like ours—Tom, Kay, and their son Johnny, who was Mikey’s age. Johnny had also been blinded in the incubator, didn’t speak, and was sometimes violent. Some days, Mom, Mikey, and I went to an outdoor restaurant to meet Johnny and his mom. It was a good day if both Mikey and Johnny were manageable enough for everyone to have a little lunch.


I hadn’t started kindergarten yet the first time we went to a Christmas party, thrown by a couple in Santa Monica, that became an annual tradition. It was just for blind children and their families, and the crowd filled a large auditorium colorfully decorated with crepe paper. Christmas music played and the tree, hung with green and red ornaments and lots of silver tinsel, was taller than any I had ever seen. There were dozens of wrapped presents underneath.


We sat with Johnny and his family, and Mikey was having a good time. She rocked to the music and licked frosting off her fingers, seeming to sense the happy atmosphere. Santa Claus came onto the stage with Mrs. Claus, and Mikey giggled when his deep voice bellowed into the microphone, “Ho, Ho, Ho. Merry Christmas. Is everyone ready for presents?”


“Yes!” the children called out.


Mrs. Claus picked a present, one at a time, from under the tree and brought it to Santa. He called out a name.


“Here! Here!” a young child across the room called out, raising his arm high in the air. An elf, in a green costume with a jester’s hat, brought the gift to the child. The parents raised their hands for the children who couldn’t.


“Terry Sullivan!” Santa called out. I almost jumped out of my seat with surprise and delight. I strained to raise my arm as high as I could. “Here!” I opened the package to find a small cloth doll with blond ringlets.


I think of that couple, Santa and his wife, fondly. They were so thoughtful to give presents to siblings as well as the blind children.


When we went home, our own tree was specially decorated—no fragile ornaments, lots of tinsel, and brightly-colored twinkling lights—and placed, as it was every year, in the corner of the living room where it wouldn’t interfere with Mikey’s path. Once she knew where the tree was, there was no danger that she would bump into it.


I recall that Christmas, when I was five, vividly. It was early morning when I came into the living room. I was still in my pajamas. We had exchanged small presents with Aunt Phyllis’s family on Christmas Eve, but I got my main present on Christmas morning. My gifts that year were too large to wrap. I saw her as soon as I rounded the corner into the living room. “Oh boy, Patty Play Pal!” A three-foot doll with curly red hair, wearing a blue-and-white-striped dress with a black bow at the neck, and patent shoes with white bobby socks, sat in a child-size white Naugahyde rocking chair, my other present.


I wasn’t normally interested in dolls, but this was a little girl, not a baby, and the best present ever! After positioning her just right in her rocking chair, I turned to tell Mom and Dad, “She’s just what I wanted!”


Within ten minutes, Mikey found Patty and pulled her arm out of its socket. It only took her a moment. Dad turned when he heard her giggle, but it was too late. He took the doll away from Mikey and examined the damage, but Patty was broken beyond repair.


Armless Patty was put away in the garage and forgotten for years.


Tears welled in my eyes, but I didn’t complain. Mom said, “I’m sorry, honey,” and we continued on with our morning. I sat in my new little girl’s rocking chair and opened some small presents. I don’t remember what they were.


Did Mikey do it because she was jealous? Sometimes she got agitated when I was getting attention. Or was she attracted by the commotion and discovered Patty when she was feeling around, intrigued by an unusual object to manipulate?


Only now do I wonder why my parents didn’t replace the doll. Maybe there wasn’t enough money. If I had cried openly or protested more, would they have responded differently? But I was quietly resigned. I understood, not only because my parents explained it to me, but also because I intuitively knew that Mikey couldn’t help the way she was. Dad once said, “Mikey will go to heaven because she is innocent.” He explained that she didn’t know the difference between good and evil, that she was guileless and pure. This belief probably came from his Catholic upbringing.


I can’t help but think that, deep inside, I was frustrated when Mikey destroyed my belongings and hurt when Mom gave me a stern look and shushed me if I spoke at the wrong time, upsetting Mikey.


When I was a little older, Mom tried to comfort me by saying, “It’s okay to be angry.” She may have thought I was too good. I think she worried that I resented Mikey and that I might eventually retaliate.


When I was in my twenties, Dad shared his remorse for the sacrifices I’d made. He told me that I had been a perfect child and was “basically ignored.” But that was my normal. I found security in feeling that I brought relief and value by helping, understanding, and by not needing too much when my parents were clearly stretched too thin. I didn’t want to disappoint them.


Dad told me about the time he came home from work when Mikey and I were very little, barely toddlers. I ran to him, “Daddy! Daddy!” and he scooped me up, nuzzling my neck while I giggled because it tickled. Seconds later Mikey stood at his feet and he put me down to pick her up. I shed silent tears. My moment with my Daddy was cut short as he turned his full attention to her. “We made a decision that we had to give the most to the one who needed the most,” he said. “I think we might have made the wrong decision.” I believe he suffered more than I did for the sacrifices I made. It was all I had ever known. I didn’t wonder how things could have been different.
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