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Note to the Reader
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THROUGHOUT THIS BOOK, Becky’s letters are presented as she wrote them, with no corrections made of her occasional misspellings or odd grammatical constructions. She used the language of her times regarding developmental and ability differences. Although many of those terms have been rightly set aside, they are the words Becky used, and I retained them.

Also be aware that this book includes mentions and descriptions of the effects of sexual assault and abuse, compulsive sexual behavior, disability, mental illness, medical issues, and death.









Becky’s Questions
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Children who suffer from perinatal brain injury often deal

with the dramatic consequences of this misfortune for the rest of their lives.

Despite the severe clinical and socioeconomic significance,

no effective clinical strategies have yet been developed

to counteract this condition.1






WORDS SUCH AS HANDICAPPED, disabled, or differently abled are treacherous, as they allow us to label people in ways that ignore the full humanity of the person we’re attempting to describe. We so often diminish people who don’t fit the norm; when we see someone in a wheelchair, we’re more likely to address the person tending them instead of the person sitting in the chair.

My sister Rebecca had perinatal hypoxia, but I knew and loved her as my little sister long before I heard that term applied to her. As Becky became a toddler, our parents noted that her development was not like that of my older brother and me. But that mattered less to all of us than the fact that we enjoyed the company of a lively little person, who in an atmosphere of familial love and support was developing a strong personality.

It is my intent in this book to present Rebecca Sue as a person in full. I’ll begin by having her speak for herself. In going through my parents’ correspondence after their deaths, I found that they had saved the list of questions Becky sent them when she was a teenager enrolled in a special education program at a public high school in California in the late 1960s:


Will I always be slow?

How did it happen?

What will happen to me if you, Dad, and Mom, get sick?

I’m trying to learn how to accept being slow.

What can I do to be good enough to develop skills and get real good at something?

What are academic subjects?

I’m afraid to go into crowds among strangers, where I might say the wrong thing or do something dumb.

How can a person look smarter?

Wouldn’t it be great if they invent a pill someday to help people like me get smarter?

It’s important to be the right kind of person. It’s more important to be dependable and kind than to be smart.

What does “being dependent” mean?

How do you know when you’re in love?

I’m cheating on my math.

Are others in my family slow in anything?

Why did it have to be me?

Why didn’t you and mommy do something about me earlier?



These questions strike me as a perfect expression of who Becky was: her brain was damaged at birth but she was intelligent enough to know what had happened to her. Hearing words like slow and dependent applied to her and wondering what they meant. A lifelong obsession with romantic love and the search for a long-term relationship. And always that nagging “Why did it have to be me?” that sometimes led her to resent me and her other siblings.

We were a churchgoing family, with my mother raised a Presbyterian and my father descended from a long line of Methodist pastors. We didn’t talk much about religion, but it was an essential part of our lives. To a large extent, because Dad was a choir director, hymns were the music of our lives. I grew up believing in the adage that when you sing you’re praying twice.

In extended visits to our grandparents when I was a child, I became aware that our grandmothers provided two distinct ways of expressing the Christian faith. On our father’s side, Beatrice Norris, who had met her husband at a revival meeting, felt compelled to ask other people if they had been saved. On our mother’s side, Charlotte Totten had a quiet, rock-solid faith and was treasured by the women of her church for the Bible studies she offered at their meetings. Both women were uncommonly compassionate and generous, and gave credit to God for any good they were able to do in their lives.

Maybe it’s the poet in me, but my favorite description of how God works in us comes in Mark 4:26-27: “The kingdom of God is as if someone would scatter seed on the ground and would sleep and rise night and day, and the seed would sprout and grow, he does not know how.” When I think of my grandmothers and my parents and siblings, I see lives that express God’s hidden power, described in Ephesians 3:20 as “the power at work within us” that “is able to accomplish abundantly far more than all we can ask or imagine.” This feels especially true of my sister Rebecca, and I hope this book will reveal how God worked in her life, despite the daunting array of physical and mental obstacles she faced. Many people would have been driven to despair. But Becky held on; she had faith that God had something better in store for her.

If Becky taught me much about the hidden power of faith, she also taught me a lot about intelligence and the many forms it can take. She was an astute judge of people’s character but couldn’t solve a simple math problem. Her confession “I’m cheating on my math” makes me laugh; math anxiety is one of the many things Rebecca and I had in common. We shared a physical awkwardness and dislike of crowds and resisted taking escalators. We both believed in the power of story and felt compelled to write in order to make sense of the world. But I’m getting ahead of myself. I need to start at the beginning.
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  The Rough-and-Tumble of Family Life
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    I COULD SAY THAT I GREW UP in a family with a special-needs child; but that doesn’t begin to tell the story. Becky was simply one of us. In 1952, when I was five and my brother was nine, our mother went to the hospital to deliver a baby and came home with our sister Rebecca Sue. All the talk about a new baby and my becoming a big sister had excited me, but I was disappointed at my first sight of Becky. She cried a lot and had a wrinkly face, as red as an apple. I didn’t understand why the grownups cooed over her, praising her dark eyes and abundant head of hair.

    It was years before I heard the dire stories about Becky’s birth at Bethesda Naval Hospital: how my mother had been in labor for nearly forty hours, and this being the early 1950s, the nurses had been instructed not to let the baby come until a doctor was present. My mother had been overdosed with drugs that made it more difficult for her to push when required. She knew that things were not right; she’d been through labor before, with my brother and me. During the ordeal she heard one doctor say to another, “You got yourself into this mess; let’s see you get yourself out.”

    Mom often expressed concern over how slow Becky was to grab for things, vocalize, and walk. Becky never did learn to crawl, but she developed an impressive ability to scoot like a little rocket around the house, clinging to a bit of blue blanket that she called her “mine.” This became a model for how Becky responded to obstacles. When she couldn’t do things “the right way,” she invented a way that suited her. We had this in common. When I took a required typing class in high school, I struggled to follow the rules and afterward developed a typing style that is mine alone.

    My parents suspected that damage had been done during my sister’s birth, but doctors were not forthcoming with a diagnosis. When Becky was four they advised my parents to put her in an institution. Mom and Dad discussed this with me and my brother, John, and we all agreed that it was unthinkable to let Becky go; she was part of our family.

    As a child I didn’t think of my family as different from any other. We kids had our squabbles in the rough-and-tumble of family life, and Becky was just a part of that. She was game to join us and the neighborhood children in playing hide-and-seek or running from imaginary elephants or wild horses.

    The family had left Washington, DC, when my father, who had been an assistant conductor and orchestrator for the US Navy Band, was assigned to lead the band at the Great Lakes Naval Training Center outside Chicago. In the early 1950s we were living in a house in Beach Park, between Waukegan and Zion, one of several new homes in a nascent suburb; across the street a farmer tended a large cornfield.

    There was a small slope in the front yard and during our first winter, John figured that with enough snow you could get a decent sled ride. One day he and Becky tried their luck. Becky was excited about sledding with her big brother, and I was content to cheer them on. We sometimes failed to grasp that Becky had difficulty understanding practical realities, like the importance of having the sled go straight down the hill and not sideways.

    The sled was heavy. It had been our mother’s when she was a child, and we had brought it from her hometown in South Dakota the summer before. Becky’s skinny little arm got stuck in the wrong place and she yelled, sounding more surprised than in pain. John and I knew Becky was injured, but she wanted to try another ride. When we finally got her into the house and Mom got Becky’s jacket off, one arm was hanging at an odd angle. Clearly, there was a broken bone, but all Becky said was, “Mommy; my arm hurts.”

    Becky was more accident prone than the rest of us. Once when we were visiting our grandparents in South Dakota, John, Becky, and I were taking turns riding a neighbor’s old, gentle horse. While Becky was riding, the horse suddenly knelt and rolled over her. You don’t realize how enormous a horse is until you see your little sister disappear underneath it. When the horse rose again, Becky stood up on her own and walked toward us. Our grandfather, a physician, examined her on the spot. She wasn’t hurt or even upset.

    Our mother didn’t know what to make of two daughters who were notably awkward. She enrolled me in an excruciating “tumbling class,” where I consistently failed to execute somersaults and simple dance routines. With Becky, she didn’t even try, except that she insisted that all her children take swimming lessons at the local YMCA. Her biggest concern about Becky was her lack of common sense, and Becky did give us scares from time to time. Our house had a basement that Becky was not allowed to enter unless someone accompanied her on the stairs. The steps came straight down from the kitchen, but near the end you had to take a sharp turn just right, or risk falling onto the concrete floor. I enjoyed playing with my toys in the basement but found the stairs frightening, and descended them with caution.

    Once when Becky was given permission to go downstairs to play with John, she became so excited that she took the stairs too fast and began to tumble. Mom had been following her but was unable to get hold of her in the narrow stairwell. John caught Becky in his arms. He says it was fairly easy, as she was a bean pole in those days, but he marvels that she was so eager to play that she was nonchalant about the danger she’d been in.

    I have a similar memory. When my elementary school band marched in a parade at a Chicago-area amusement park, we were rewarded with passes for free rides. As Becky and I explored the park, we bypassed the roller coaster, as we’d learned that it would make us sick. But a ride on two-seater boats with large rubber bumpers looked promising. You steered the boat around a pool and deliberately crashed into the other boats.

    I sat in front and steered and Becky sat in back, laughing happily until she apparently decided that she wanted to stop. If she said anything, I didn’t hear it over the noise of the boat motors and people shouting. It was a change in that sound—people screaming, sounding panicked—that alerted me: Becky had stood up and was in danger of falling into the water. People stopped their boats until I got Becky to sit down. As I drove our boat to the exit, Becky began to cry. I tried to reassure her that everything would be okay; I can still see that dark, greasy water.

    The family’s biggest change came in 1954, when my mother became pregnant. My parents believed that Becky’s disability had been the result of medical error but were concerned this new baby might also be “slow.” They needn’t have worried. When Charlotte arrived in early 1955, she was so robust the obstetrician commented that she might as well walk home. She proved to be mentally and physically agile, early to crawl, walk, and form words. She also developed a forceful personality and could outdo any of us in stubbornness.

    Mom felt that Becky was fortunate to have a sister just three years younger because in attempting to keep up with her, Becky developed skills she might otherwise have lacked. She learned to play jacks, for example, which I never mastered. And Charlotte’s facility with speech challenged Becky to up her game. The most important thing Charlotte did was to tell Becky no. Being so close in age to Becky was hard on her, and she learned early on to protect herself. She was quicker than the rest of us to refuse to indulge Becky because of her disability.

    I was five years older than Becky, eight years older than Charlotte, and that was enough for me to often regard them both as nuisances. If I held myself as above their more childish pursuits, like playing with Barbie dolls, it didn’t mean that I loved them any less. I just became a little less likely to show it. As we all matured, both of my sisters provided me with plenty of surprises, becoming people I not only loved but came to admire.

  






A Good Balance
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AS BUSY AS OUR PARENTS WERE, they were a source of stability and security. We ate a home-cooked dinner nearly every night, during which time the television—then a novelty—was turned off so we could visit. Dad usually had an after-work martini, and we drank water or milk with our meals. Soda was reserved for special occasions like birthdays or the rare treat of eating at McDonald’s, which had opened in Waukegan in 1955.

Church was always a part of our life. Dad’s father and grandfather had been Methodist ministers, and his ancestors had pastored churches in England as far back as the late fifteenth century. My grandmother Charlotte Totten was solidly Presbyterian; even as a child I recognized that she had an unshakable moral compass. Her husband Frank Totten, a physician, supported the church financially but mostly left religion up to his wife. My siblings and I were baptized by our Grandfather Norris, and when we were older confirmation was a given. While Becky liked the kindly pastor who taught the class, she didn’t pay much attention to its content. But she was thrilled to received her own copy of the Bible. I could sympathize; I’d long loved the stories in the Bible, but memorizing a catechism left me cold.

Photographs depict my sisters and me posing in outfits that Grandmother Totten had bought us for Easter Sunday, complete with hats, little purses, lacy socks, and Mary Jane shoes. At Christmas we sat in front of a tinsel-laden tree to open gifts. In one photo I’m grinning as I show off a new doll, with one hand resting on a rocking horse that Santa had brought my younger sisters. Becky is perched uneasily on it, looking down with an anxious expression, as if she’s trying to figure out how to stay seated on something so unsteady. Instinctively, I’m trying to help her keep her balance.

When I think of the balancing act my parents performed with four children, jobs, and civic commitments, I wonder if they weren’t uniquely suited for the task. My father was born in West Virginia in 1916 and at four years of age moved to South Dakota with his family of six. In South Dakota two girls and a boy were born. As the Methodist church then moved pastors every two years, my dad lived in De Smet, Colome, Salem, Mitchell, Kimball, Groton, Faith, Hot Springs, and Murdo, where he graduated from high school in 1935. My mother’s home life had been stable by comparison. She was born in Lemmon, South Dakota, in 1917, and lived in the same house from infancy through high school.

My parents brought to their marriage the fervor, impulsiveness, and good humor of the Norris clan and the quiet piety, restraint, and a combination of realism and optimism that marked the Tottens. I believe that this marriage of opposites gave our family a good balance between stability and openness to change. It may also have given us an advantage when it came to living with Becky. A special-needs child can place considerable strain on a family. But we took Becky’s difficulties in stride, at least during her childhood.








To Hawaii, 1959
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SOMETIME IN THE 1950S I heard my dad say to my mom, after returning from a dinner party, “I’ve never been so bored in my life.” I didn’t understand that: my mother had been looking forward to that party, as it gave her a chance to dress up, and I had watched her engage in the ritual she called “putting on her face,” applying powder, rouge, Love That Red lipstick, and White Shoulders perfume. It all seemed exciting to me.

Dad’s restlessness with suburban life may have been one reason he convinced my mother to uproot the family and move to the territory of Hawaii when the Navy band director’s job at Pearl Harbor opened up. He had first gone to Hawaii in 1944, when the Navy sent him to play in its band there and also perform in the free concerts offered by the military during the war. He had loved Hawaii. And one cold morning when the family car wouldn’t start, it triggered his desire to return. He traveled to Washington, DC, to request a transfer, taking his ukulele to press the point, and soon received orders to report to Pearl.

After the moving van left with our household goods, we loaded ourselves, luggage, and camping equipment into our station wagon with a U-Haul trailer and left for the West Coast, stopping in Iowa and South Dakota to say goodbye to relatives. Becky and I enjoyed looking out the car window at the passing scenery but endured much teasing from John and Charlotte, as we both got motion sickness.

I was excited at the idea of crossing the Rockies but had never before been in the mountains. As Dad drove higher and higher on the winding roads, one look down terrified me so much I buried my head in a pillow. Becky did much better, content to look at the spectacular scenery. That characterized her; a serene faith that in the face of danger everything would be fine. While she seldom spoke of God, I believe she’d taken her Sunday school lessons to heart and was more certain than I that God would always be looking out for us.

My experience of God on that trip was one of awe, waking in a tent one bright, chilly morning in Yellowstone National Park to find a clear cerulean sky above, and an inch of snow on the ground that had fallen overnight. It was the middle of May. As we drove through Nevada, I was delighted to see the desert in bloom.

We arrived in San Francisco with wrinkled clothes and dirty faces and went to a large downtown hotel with our voucher from the Navy. Mother was embarrassed when we walked past people in fancy evening dress, but Becky and Charlotte, enthralled by the posh hotel lobby, were oblivious to the disapproving stares. The next day we moved to an old army post, Fort Mason in the Marina District, to await our flight to Honolulu. We took long walks along the bay, stretching our legs after days of riding in a car. We enjoyed being tourists in the city, and John and I looked forward to riding the famous cable cars. Charlotte was just four, but she loved them. As often happened with Becky, the idea was more appealing than the reality. The clanging bells so disturbed her that she became weepy and clung to Mom, insisting on sitting on her lap.

On arriving at Travis Air Force Base for our flight, we boarded a four-propeller military plane, a Lockheed Constellation. It was the first flight for all of us except our dad, who’d flown on planes during the US Navy’s Shipmate Variety tours in the mid-1950s. It was a long haul, well over eleven hours in a plane whose ventilation system wasn’t working well. A few hours into the flight we were provided with a dispiriting box lunch of cold fried chicken, an apple, and a candy bar. We children were too restless to sleep, and our parents had to endure endless versions of “Are we there yet?”

We arrived at Hickam Air Force Base a little after one on a June morning. The air that greeted us as we descended from the plane on metal stairs was warm, moist, and scented with flowers. Mom said she felt like she was in a steam bath. We were housed overnight in a barracks on base. I shared a room with my sisters; our beds were equipped with scratchy wool blankets. Not long after I got to sleep I was awakened by screams. Charlotte had dared to venture alone to a bathroom down the hall and encountered a “B-52,” the local term for an American cockroach, three inches long and nearly an inch wide. It took my mother and father some time to get to her and calm her down. I wondered if Air Force personnel used to the roar of fighter jets had been astonished at how loud a little girl’s screams could be in the middle of the night. Becky slept through it all.








Defensive Wounds
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WHEN WE ARRIVED, Hawaii was about to become a state, and we all went to see Dad’s Navy band parade down Kalakaua Avenue in the statehood celebrations. As they settled into Navy housing, Mom and Dad prepared to enroll their children in public schools and discovered a faulty education system with an entrenched and inflexible bureaucracy. My brother, about to enter his junior year of high school, was interested in a career in science, but the school he was assigned to offered no chemistry classes, and my parents were told he could not transfer to another school.

The textbook for my seventh grade class was the same one I’d used in sixth grade in Illinois, and Mom and Dad suggested to the school administration that I be allowed to skip a grade. The refusal came with the comment that if I knew the book so well, I could help the teacher. Mom and Dad did what would have been unthinkable to them in the past and applied for scholarships to a private school for my brother and me. But there were no alternatives for Becky. She attended a public school that was ill-equipped to work with a child with brain damage.

My parents had Becky tested at Tripler Army Hospital and at last received a name for her condition: perinatal hypoxia. She had been deprived of oxygen at a critical time during her birth. According to the National Institutes of Health, perinatal hypoxia and perinatal asphyxia account for a third of neonatal deaths. My sister could have died in the process of being born. Side effects of perinatal hypoxia can include cerebral palsy, epilepsy, severe seizures, cognitive disabilities, and behavioral disorders. Becky had the last two in spades but was mercifully spared the others.

It is difficult for me to imagine what a torment it was for Becky to leave a familial atmosphere of love and understanding and enter Chester W. Nimitz Elementary School, where in 1959 “special education” was a foreign concept. Every weekday my sister Becky was expected to attend a school where she was ridiculed by other students for being “stupid” and treated with indifference or worse by teachers who had little idea of how to work with students who had special needs. Becky told us that she tried to be invisible in the classroom so that the teacher wouldn’t call on her. She was getting Fs in every subject, even art, which we knew she loved.

I’m proud of my sister for rebelling against this mistreatment by refusing to go to school. One day she threw a tantrum so severe that even the school principal couldn’t get her out of the family car. Becky knew that she was being badly treated by her school, and she wasn’t going down without a fight.

When our parents took Becky out of school, the state threatened to sue. In a compromise, Mom and Dad were allowed to hire a tutor. At the first session, Becky surprised the tutor by being unusually demonstrative, hugging the woman and saying, “I like you.” She was appalled that Becky’s teachers had been passing her to the next grade without teaching her basics she was capable of learning. Becky’s language skills quickly improved with her guidance. But while she could sometimes get Becky to grasp a mathematic concept and successfully work out a simple problem, at their next session she’d have to start over, as Becky would not have retained the information.

Becky thrived under this woman’s attention and eventually was able to return to school. But a rudimentary special education program still did not serve her well. One teacher put her special ed students to work cleaning the classroom. At another school near Pearl Harbor, two abandoned buildings were designated for special ed students but were so rundown that the Navy Officers’ Wives Club donated supplies so that my father and volunteers could paint them and make repairs. Becky’s teacher was well-meaning but only semiqualified. The emotional damage my sister suffered in those years left her with defensive wounds that she carried for the rest of her life.








“You Can’t Hit Me, I’m Retarded!”
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BECKY DISCOVERED THAT this line doesn’t work with sisters, especially one who has witnessed you writing on a cement-block wall with her first lipstick. She was jealous because I had a lipstick and she didn’t, and knew that what she was doing was wrong. I knew that hitting her would get me into serious trouble, but I was outraged and swatted at Becky with a handy book of sheet music. We yelled at each other until our exasperated mom intervened.

Growing up with Becky, it was always a challenge to distinguish between what she needed to be held accountable for and what she couldn’t help doing due to her disability. That fine line was constantly in flux, which kept me on my toes.

For years afterward Becky would recount this story, telling people what she had said to me: “You can’t hit me, I’m retarded.” This was Becky in a nutshell: aware of her difference just enough to take advantage of it.
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