














Praise for Edna’s Gift


“Rudnick’s debut memoir examines her complicated relationship with her developmentally disabled sibling as well as her own tumultuous path to self-acceptance and fulfillment. … Rudnick is a talented writer, often displaying a keen ability to capture emotional intensity through concise prose.”


—Kirkus Reviews


“This astonishingly candid memoir explores a lifetime of memories, emotions, incidents, challenges and triumphs. We learn how the two sisters impacted each other through the decades of their unique relationship.”


—Emily Perl Kingsley, parent, Emmy-winning writer, author of “Welcome To Holland”


“Two lives that forever intertwine will draw you in and keep you reading. Each is slightly broken but uniquely whole … This book will stay with me for a long time.”


—Kay Berry, an administrator of MRKH Experiences, Advice and Support


“The relationship between ‘typical’ and ‘special needs’ siblings is complicated—often not reciprocal in the traditional sense and sometimes fraught with conflicting emotions, it can also bring unexpected riches. Susan Rudnick has given us an eloquently crafted exploration of how her life has been shaped by her sister. The result is an honest, insightful and love-filled memoir.”


—Theresa Sullivan, author of Mikey and Me


“Beautifully written… I literally could not put it down.”


—Barbara K Schwartz, PhD, author of Hopeful Paths


“A powerful and intimate account of the trials, tribulations, challenges, and opportunities of being a sibling of a person with disabilities.”


—Avidan Milevsky, PhD, Ariel University, author of Sibling Issues in Therapy


“ … I love this book for its honest telling, for the transformational power of understanding that is the heart of the story, and for its beautiful clear prose.”


—Susan Hadler, author of The Beauty of What Remains
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In Memory of Edna


Remember the red wild flower
you found by the stream
last summer
vibrant
delicate
rare
and so hidden
from my eyes?


You are that rare flower
And the one who finds one.


And for all my MRKH sisters, everywhere




There’s a blaze of light in every word It doesn’t matter which you heard The holy or the broken hallelujah
~ Leonard Cohen





PROLOGUE



ON THE DAY of the fire drill, it became clear that my sister, Edna, was different from other people. Different from me.


I was seven. Edna was six.


The bell had sounded three times and my second grade class at PS 90 in Richmond Hill, Queens, was ready. We stood at our desks waiting for Miss Kruger to tell us to get in line with our partners. She reminded us that there was to be no talking. We were to move quickly down the hall and outside, and then stand in line in the schoolyard until the fire drill was over. Before we went back inside, I looked for Edna, but I couldn’t see her.


That’s because while the rest of the school waited in the yard for the drill to be over, Edna sat alone in her first-grade classroom. She couldn’t button her coat by herself or walk as fast as her classmates. Her teacher, Mrs. Dawkins, didn’t want to spoil her speed record and risk not getting the class commendation, so she’d left Edna behind.


“What happened?” I asked Edna at the supper table.


“I waited,” was all she said.


My sister Edna was both the most comforting and the most maddening person I’ve ever known. She was also my greatest teacher and I would have been lost without her. Growing up together, she was the officially challenged one—until as a teenager, I discovered my own invisible handicap. But it is only now, decades later, that I can see how our intertwined lives were spun from wholeness and unconditional acceptance, as well as deficit and disability.





PART 1
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CHAPTER 1


UNTIL WE STARTED school, Edna was my most treasured companion. We shared blue eyes and Buster Brown haircuts, and almost every night I crawled into her bed. With her soft skin, she was so cuddly, so squeezable. I felt safe when I was close to her.


On the small farm where we spent summers, we collected oval white stones from the beach so we could put them in the henhouse to fool the chickens and the farmer who came to gather the eggs. And once she stood with me all morning in the hot sun, waiting for customers to come to my lemonade stand, even though nobody showed up, and I told her she didn’t have to stay.


Our tight bond provided a refuge from the acrimony between our parents, Eva and Ernest. Their relationship was the mismatch of displaced Holocaust refugees. They had married after having been separated and living on different continents for five years. When they arrived in New York in 1944, my mother was pregnant with me. Edna was born one year later. While our parents struggled to find their footing, Edna and I clung to each other.


I couldn’t know then how, from that time on, I would carry Edna’s sweet essence inside me like a precious gem wrapped in velvet. Yet, as each year brought with it new physical and mental challenges that I could master but she couldn’t, the gap between us widened. But during that summer on the farm when I was turning six and Edna was almost five, we were just kids, inseparable, brimming with joyful plans and adventures.


One morning right after breakfast, we rushed to open the screen door. Our bare feet loved the warmth of the stone path under the trellis of sky-blue morning glories and the coolness of the grassy yard beyond, still damp with dew. In the corner of the yard, I reached for the tire swing. Holding it steady, I helped Edna climb into the bottom. Then, grabbing the rope, I scrambled on top and started swinging as fast as I could. Suddenly, I was high up, touching branches, peering through leaves. Edna couldn’t make the swing go the way I could when I was five, but that’s just how she was. I held the rope tight and pushed with my feet, and pretty soon we were both flying. She was scared and gripped the edges, but I was good at this, and she trusted me. When I jumped off, I tipped the tire so she could climb out.


Unlatching the gate, we dashed into the big daisy-filled meadow to see Toots, the brown-and-white cow. We loved Toots, especially because we had learned how to milk her. One at a time, we’d sit on a stool as Floyd, the farmer, put our hands on the warm, wrinkly udders and told us to squeeze and pull down until some drops of milk fell into the pail. When a fly buzzed around, Toots stamped her foot, and a wrinkle spread across her whole stomach. As we wandered through the tall meadow in our new matching shorts and halter tops, we pushed the grasses aside to clear a path. Sometimes we stopped to pull up long stems to suck and chew on. We didn’t have to talk because we knew what we were searching for. We kept at it, using both our hands and our feet to push the grass to one side so we could see the earth. Every so often we came upon a rock to stand on, which gave us a better view of the field.


“I think I found a good one,” I called out. “Come over here. We can both fit on it.”


“I’m coming,” Edna answered. With her arms helter-skelter and toes splayed, she ran toward me.


First I tapped it gently with my big toe. The top was dry and crusty and warm from the sun. Very promising. Next, I placed my whole foot on the sunbaked surface, still just skimming it, toes curling and uncurling, feeling the warmth and dry scratchiness.


“Should I step in it?” I asked her.


“Yes,” Edna urged gleefully.


“You won’t tell this time?”


“I won’t,” she promised, and I knew she wouldn’t.


First one foot and then the other, pressing hard. And there it was, cracking, like cool, brown, chocolate pudding oozing between my toes.


“C’mon, you too,” I said. “Step in it.”


I held her hand, and then we were both in it, mushing the soft, squishy, glorious, goopy stuff between our toes. Just the two of us, together, in Toots’s cow pie.


Maybe because we kept running through the grass afterwards, my mother never even noticed. Our secret always.


That was the summer of 1950, before I started first grade and Edna started kindergarten. That was the summer before everything changed, forever.





CHAPTER 2


I STOOD IN FRONT of the librarian’s large wooden desk in the children’s section, having already pushed last week’s stack of books through the return slot. In first grade, I could already read chapter books.


“Do you have any books about handicapped children?” I asked, in my most serious, grown-up voice.


Edna and I were in our room playing when I overheard my mother refer to her that way. Handicapped. Our mother was on the phone with her friend Rosi. By then, I was aware that Edna was having some kind of trouble in school, but I didn’t know any details, and my parents didn’t offer any. Even now, I don’t know if they kept their worries to themselves to try to protect me, or whether they were simply too overwhelmed with the grim information that was trickling into their lives to consider how it might affect me. In any case, I never thought of asking them to help me understand what was happening. It seemed up to me to figure this out.


The gray-haired lady with glasses on a chain around her neck and a pencil behind her ear looked up and stared at me.


“Let me see what I can find. We don’t get too many requests like that,” she said, putting her glasses on. She walked over to the wooden card catalog at the other end of the room and bent down over a low drawer. I followed her but stood back, watching her flip through index cards. Finally, she took the pencil out from behind her ear, wrote something down on a pad of paper and walked over to a shelf under a window. I watched as she ran a long fingernail across some books and then lifted a hardcover from the shelf.


“I found this one,” she said, putting it in my hands. “Maybe this will be good.”


She turned around and walked back to her desk. I closed my eyes, feeling the smoothness of the plastic cover. The book was about the size of my school notebook. I ran my fingers along the edges of the pages. It was a thin book. And then I opened my eyes. On the cover was a boy dressed in a robe with a hood and a belt around his waist, and he was leaning on crutches. He looked poor and raggedy, like someone from the distant past, maybe the Middle Ages. This boy didn’t look anything like my sister. He looked like people who couldn’t see or hear or walk, people who were crippled. People who had something wrong with them.


Edna didn’t look anything like that. She didn’t look different from other people. Yet, Edna was different. I was taking piano lessons and Edna wasn’t. Her fingers couldn’t play the keys right. And I had a best friend, and Edna didn’t have any friends.


Still, there was something about Edna and the boy on the cover that was the same, even though they were different. Even though he was from a long time ago, the boy had something wrong with him, and Edna had something wrong with her. When you first saw her, you couldn’t tell, but when she started to walk, you could tell. When she was singing, you couldn’t tell. When she smiled, you couldn’t tell. When I tickled her, I couldn’t tell. But the other kids knew. And the librarian knew.


Edna was handicapped. And handicapped meant there was something wrong. She was crippled. It was just in a different way.


And now I knew.





CHAPTER 3


REMEMBERING THAT BOOK in my hand is to travel back in time. That was the first of a lifetime’s worth of attempts to master the pain of our difference. As soon as I tried to understand what made Edna different, I encountered people who shunned her and professionals who labeled her as developmentally disabled or retarded. I learned to feel ashamed of her, and ashamed of my shame.


I became devoted to fixing what was wrong. If I could help my sister, maybe she would be okay in the eyes of others. And then we would both be okay. As deeply as I loved and appreciated her just the way she was, I grappled with how she was perceived by the outside world, and what that said about me. I was carrying two conflicting realities. Back then this was just something I did. I was unaware of the precious lessons I was learning: that there can be different, even opposite, ways to perceive a situation; that there is no one truth; and that it is important to listen for and trust the truth that lives in the depths of one’s being.


But as an eight-year-old, I was lucky enough to encounter someone who did reach down into my depths. And that’s when I discovered my life’s calling.
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Ever since Edna started first grade, the bedroom I shared with her was off limits after school. Either Estelle, the tutor, or Jo, the occupational therapist, was in there helping her. As early as kindergarten, it became apparent that Edna wasn’t keeping up. My parents hoped that with enough support, she could catch up and stay in the regular classes. I hoped so too as I stood in front of the closed door, listening to a drum and Edna singing. I had no idea how these people were helping her, but it was clear how important it was to my mother for Edna to learn to do all the things she couldn’t yet do. She couldn’t skip or jump rope or hold a pencil between her fingers or play jacks. And when she walked up stairs, she couldn’t put one foot over the other. She would clutch the banister, put one foot on a stair, and then slowly bring the other one next to it. I would have to wait while she stood in place for a long time before starting again. There were many times when I tried to teach her to “walk over.” I’d stand next to her and wrap my fingers around her ankle, and then try to lift her foot from the lower stair to the one above.


“It’s a little bit hard,” she would say. But she was always willing to try again.


Still, the next time it wouldn’t work either, and, frustrated, I would run up the stairs to the landing and bounce my ball really hard against the wall. Why couldn’t she learn how to walk up a flight of stairs? What was so hard about that?


My father didn’t seem to understand either. I could tell, because sometimes when Edna cried, he would get mad and yell in German, and my mother would say, “Ernest, don’t be so impatient.” At other times it was my father who would say, “Eva, stop pushing her so hard.” When they argued, I would bury myself in Mary Poppins, my favorite book. I loved the part where they all went to the zoo at night, only to find it was the people who were in cages.


Yet, Edna could sing really well, and she had learned to read. Even when she held the book upside down, she could understand the letters. And no matter what else was going on, I could still climb into her bed at night and hug her. For me, she was not only cuddly and pretty with her rosy cheeks, but so loving, so reliable. We would talk and sing until one of us would say, “I’m not saying any more words, and that is period.”
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One day when Edna was seven, my mother took her on the subway to Manhattan to be tested by a psychologist named Dr. Michael-Smith. With all the help she was getting, Edna wasn’t learning fast enough.


“It was fun,” she told me afterward. “He has a poodle.


My mother added, “The doctor thought it would be a good idea for you to get tested too, so I’ve made an appointment for you.


“Why?” I asked.


“He wants to get an idea of how you’re doing. It won’t be like a school test. He’ll just talk with you and play some games.”


“What did he say about Edna?”


“That there are some things she is very good at that we didn’t know about.”


“Like what?”


“She has a very good memory, and she can remember things that other children can’t. But,” she hesitated, “it can be harder for her to answer questions like, what does the American flag stand for? That is called abstract thinking.”


I was beginning to understand a little better. Edna had the kind of mind that could do one thing but not another. She could read books and say all the names of the characters, but she couldn’t say what the book was about. What would the doctor say about me? He didn’t have to tell me I was smart, because I got “outstanding” in everything on my report card. That I wasn’t so good in art? That I played the piano? I already knew that. I couldn’t wait to find out what else there might be. Maybe there was something really special, something I was so good at that I knew nothing about.


My mother and I got out of the elevator and walked down a long hallway with plaid carpeting. Next to the buzzer, I saw the sign: H. Michael-Smith, PhD.


“What does the H stand for?” I asked.


“Harold,” my mother answered.


“I thought his first name was Michael.”


“Michael-Smith is his whole last name, and the PhD means he’s a doctor.”


“Harold Michael-Smith,” I repeated to myself. I didn’t know a first name could be a last name.


I rang the buzzer, and a door opened into a waiting room with a dollhouse in one corner and a basket of books in another. There was no poodle.


A short man with red curly hair and freckles walked toward me, smiling and reaching out his hand. He didn’t look official at all, nothing like I’d imagined. As I took his hand, I noticed that it, too, was covered with freckles.


“Sorry, Peter the poodle isn’t here; he’s having a haircut. He would have liked to meet you.”


He motioned for me to follow him into his office and closed the door, leaving my mother behind in the waiting room. He slid a chair out from a smooth wooden table for me and then invited me to get comfortable. Seated across from me, he took out a stack of cards.


I was sitting very tall, trying to be very grown up. I couldn’t wait to find out what this testing business was about.


“Ready?” he asked. “I’m going to show you some pictures that have all kinds of designs on them, and I want you to tell me what you see.”


I looked down at a white, shiny card with a lot of black curlicues, blotches, and wavy lines. I closed my eyes and thought hard. “Two flamingos in a puddle,” I said proudly, opening my eyes.


“Good, and what are they doing?”


“They’re playing.”


The next one had some red in it. “It’s a dragon, but not a very scary one.”


It was a game of imagination, really fun. After no time at all, he was shaking my hand again, telling me how much he enjoyed meeting me, and I was back in the waiting room.


A week later my mother came into my room and said, “Dr. Michael-Smith wanted me to tell you how well he thinks you’re doing, and that seeing you gave him a good idea. He thinks Daddy and I could use some help and he recommended a therapist for each of us.”


All of a sudden I felt so light. I was like a kite, lifting higher and higher until I was floating way above the cars and the stores, our apartment building and even the trees. Dr. Michael-Smith had understood that I was okay, but that my parents needed help. And that was the truth. Someone who didn’t know me knew me. Someone who didn’t know our family saw me. Someone dove into the middle of our family, scooped me up into his arms and I was no longer alone.


How did he know how burdened I felt? And what did it have to do with pictures of butterflies and crabs? How was that possible? Did he know how my parents fought all the time? I hadn’t told him that. I hadn’t told him that Edna didn’t have friends or that the teacher had left her in the classroom during the fire drill.


My father would often tell my mother, “You are being unrealistic.”


And my mother would stalk out of the room looking angry, her lips pursed. She just wanted Edna to get on a normal track.


Dr. Michael-Smith had understood exactly how it was for me in this family. How I tried to help, but couldn’t fix Edna or my parents. He had spoken magic words. This is what the letters PhD meant. When you were a psychologist, you somehow knew what the truth was, without a person having to say it.


At eight, I had experienced the gift that deep listening can bring to a painful situation. I was on fire. I decided then that I was going to learn how to do what Dr. Michael-Smith did. One day I would be in my office, and when the buzzer rang, I would shake hands with a little girl and then invite her to come right in and make herself comfortable.





CHAPTER 4


THE PART OF me that wanted to learn everything I could to help Edna inspired me to become curious about why people were the way they were. It was how I wanted to see myself: as a budding altruist and intellectual. Yet, my longing to have friends and fit in could throw me into gut-wrenching conflict; sometimes I didn’t want to care so much.


While I was in the top group in third grade, Edna had been left back in first. That was a huge blow to me. It was the first official marker of our differences. I was moving forward and she was already falling far behind. It felt overwhelming and scary. My mother explained that Edna would continue to have Miss Kruger as a teacher, and that felt comforting. Miss Kruger cared about Edna. This was at least a plan, and my mother was in charge.


Still, I was left with the issue of having recess on the playground at the same time as Edna. It was hard enough trying to get the girls in my class to like me without worrying about my sister, who had no friends at all. On one particular day, I felt more torn apart than ever before.


I was sitting in the lunchroom with Kitty and Linda, two of the popular girls in my class. Kitty was unwrapping her sandwich, taking her time unrolling and folding back the aluminum foil into neat squares. I could see it was tuna on white with the crusts cut off.


“This is too dry,” she said, shaking her dirty-blond ringlets and putting it down.


“Looks good to me,” I wanted to say, but didn’t.


Linda, with her dark, straight ponytail, took even longer opening her lunch box, then rummaged around in it and fished out an apple.


“That boy Bruce is so stupid,” she said, waving the apple in front of her, but not taking any bites.


Even though I was really hungry, I opened my lunch box slowly, doing my best to imitate Kitty. I began to unwrap the sandwich that I had made the night before. As I did, Kitty wrinkled her nose.


“Oh, no,” I groaned. “My mom did it again, liverwurst and pickle on rye!”


“Liverwurst and pickle?” they both exclaimed.


“Well, sweet pickle,” I said, my voice trailing. “You know it’s that German thing. It’s where my parents came from.”


They turned toward each other. I was losing ground fast.


“You know Bruce, the way he holds his pencil,” Linda went on, as both girls began to giggle.


I sat there watching them not eating their sandwiches and not understanding what was so funny about the way Bruce held his pencil. I watched as Kitty finally took a bite from the center of half her sandwich, and then put it down. Next, she lifted the other half, took one bite and put that down. I knew I was going to have to eat my sandwich really slowly, with the right pauses between bites, so I could end up finishing when they did. I watched Linda crumple her whole sandwich into a ball and stuff it back in her lunch box.


“Why did you do that? I’ll eat it,” I wanted to say, noticing the pickle juice from my sandwich landing on my skirt.


It was early April and warm enough for us to play outside after lunch. Walking across the schoolyard, I made my way past the girls who were playing Double Dutch jump rope, a game that involved swinging and jumping across two ropes, which I had yet to master.


As I passed a group with Kitty at the center, she called out to me, “We need a rope turner.”


Wow, I thought, maybe they like me. I sucked in my breath and tried to look nonchalant as she handed me one end of a long rope. She picked up the other end and we started swinging it in an even, slow rhythm. I was loving the thunk sound it made as it hit the yard over and over. My stomach sent up little rockets of excitement. I had been chosen to be in the game with the popular girls!


One at a time, girls waited their turn to do two jumps while the rest chanted the alphabet, two letters at a time. After each girl jumped, she had to duck her head and not get caught in the rope so she could run around to the other side. When the rope snagged someone, the alphabet started over.


With one hand turning, I nudged my jacket off with the other and threw it on the ground so my arms could move more freely. AB, the first person jumped, and I looked away from the game for a moment.


And there she was in a corner of the yard, talking to herself, her hands gesticulating in front of her mouth in some kind of wild language all her own. It was a mistake to look. I turned back to the game: CD, EF. I couldn’t help it; something in me made me turn my head again. I saw her stop and stand there quietly for a second. And even though her new navy blue spring coat had the buttons in the wrong holes and was askew on her shoulders, she mostly looked like other kids. Just a girl standing there with long slim legs, short brown hair in a bowl cut, and dark blue eyes. But when she started moving it was all over. I turned back to the game. GH, IJ, KL, I was back in the sway of it. MN, and I spun around again to watch her.


Now she was in the corner of the yard, circling in a jerky way, her head bent down, caught up in her own little world. Why did she have to be there? Why did I have to see her?


Then I felt the thickness of the rope, tight in my hand, bringing me back to the game. I felt the pull of it between Kitty and me as we swung it up in the air, and it arced over and circled down. This was so important. I belonged here, with the popular girls.


ST, UV, my stomach contracted and my neck started to turn, and there she was again. She was so there, in the corner of the yard. Now my legs started to feel stiff as sticks, and I was just going through the motions of turning the rope, while my thoughts kept piling up. Who was she talking to? What was she saying? Does she know the other kids think she’s weird? How many of the other kids know she’s my sister?


Then I remembered. I was supposed to play with Edna today. This was my day. I promised Mommy I would play with her in the school yard one day a week so she wouldn’t have to be all alone. My mother had told me I was a good girl, and she knew it wasn’t so easy for me, so she was going to pay me ten cents each time I did this. For ten cents I could buy ten strips of candy buttons on paper, or five sticks of chocolate licorice. Or I could add it to my fifty-cent allowance to get French fries that the fish store sold on Fridays. They were greasy, in little wax paper bags, and they were the best in the world. Now I felt tight inside, having taken the money, knowing that I wasn’t going to play with Edna today.


Kitty didn’t have to think about any of this, but I did. I wished Edna would just disappear. I wished I would disappear. I could never tell anyone about these terrible thoughts, not even my best friend, Janet, who cared about Edna.


I promised myself I would play with my sister tomorrow. Tomorrow would definitely be the day.


Today, I just wanted to jump rope.
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Let me be clear. Edna never asked me to play with her. That never would have occurred to her. I don’t know what she felt or wanted, because expressing feelings wasn’t in her nature. Yet, I’m pretty sure she wouldn’t have faulted me for wanting to jump rope with the other girls. Nor did she, as she grew older, think of herself as having something wrong with her. She referred to herself as handicapped, but that was a fact, not a judgment. Oh, she knew there were things she couldn’t do. She understood that she was “differently abled” about sixty years before the term was invented. Still, my eight-year-old self couldn’t possibly know that Edna’s way of being just who she was, without judging herself, would become a model for me as I grew up and struggled to find my own sense of self-acceptance.





CHAPTER 5


THOUGH THE DOCTORS had no explanation for Edna’s difficulties, my mother did. I can’t remember when she told me the story, just that I was quite young. My mother claimed that in 1945 when she was in the hospital ready to give birth, there was still a shortage of doctors because of the war. Instead of getting the doctor to deliver my sister when the time was right, the nurse did something to push Edna back in or keep her from coming out. The story felt ugly then and still makes me cringe. I have no way of knowing whether it was true. More importantly, this story was my first encounter with the possibility that the universe could let such a thing happen, that there was randomness, scarcity, and such a lack of proper care for my mother that it changed the course of Edna’s whole life. How could it be that, because of this, she wasn’t able to sit up straight until she was a year old? That she never learned to crawl? And when she finally walked, she couldn’t do half the things I could do?


The older Edna was, the more frustrating it was for my parents to get an accurate diagnosis. The possibilities ranged from “she’s just a bit delayed” to cerebral palsy to, finally, brain injury and mental retardation. This last was just a catchall for an assortment of physical and mental deficits that were not fully understood. And there was no acknowledgement of what Edna could do, like read or be sensitive to other people’s feelings. Services and programs were pitiably few, but my parents never stopped searching for opportunities for my sister to learn and grow. I lived in a family that assumed we were alone on a raft in a big sea, but you had to keep scanning for the possibility of another boat. And sometimes one did show up.


When Edna was eleven, my parents discovered The Club, a recreational program in Manhattan for handicapped children. Maybe here, they hoped, she would find friends besides the school bus driver and Alice, who came to clean our apartment. For my part, I was relieved that every Saturday Edna had a place to go, allowing me to feel less guilty about spending time with the new friends I was making in junior high school.


On one of those Saturday mornings, I went with her. I had given in to my parents, who argued that it would be good for me to share Edna’s life, as well as enrich my education, by being a helper at The Club.
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