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To Judy, my favorite dancing partner


and


To my children, Ronen, Ilan, and Ari, for whom I wrote this book












Prologue

We Used to Dance






The more time I spend on this earth, the more I see the impossibility of going through life without experiencing some sort of life-altering event—be it the death of a loved one, the diagnosis of serious illness, or a tragic accident. For my parents, it was the birth of their daughters.


We had spent nearly nine months together, my sister and I, cramped within that small space. And when the time finally arrived for us to enter the world, after positioning ourselves for our arrival, she dropped down in front of me and emerged feet-first, the cord wrapped around her tiny neck. That only added insult to the already existing injury; there was evidence that her cord had not been healthy, and she may have been deprived of oxygen even before that moment. Whisked away to intensive care and remaining there even after I was taken home, it wasn’t clear if she would live to join me and our two brothers. But she did survive and, once she had stabilized, the doctors sent her home, knowing there was damage but unsure of the extent. Only time would reveal the answer to that question. And time, as it turned out, was not our friend.


We used to dance, my sister and I. There we’d go, swirling around the room, both of us laughing with glee. Of course, we were younger then; she, more relaxed and I, more able to hold her in my arms. Oh, how we dipped and glided, so comfortable was she in my arms. Those were happy days when we used to dance.













Introduction

Judy






My earliest memory is from when I was about two years old. I am cheerfully saying good night to my sister, standing at the head of my crib peering out over the top. Judy is lying on her stomach looking up at me from her own crib. Our cribs are perpendicular to each other, with a small night table between. Is it then or in later years that Raggedy Ann and Avis sit silently watching? Ann, which was not only the given name of the doll but also, coincidentally, my middle name, is my doll; Avis, Judy’s middle name, is hers. Judy laughs as I say good night. In a few minutes, my father will sit in a chair between our beds and sing us lullabies. It is really for Judy, who does not fall asleep as easily as I, but I, of course, also reap the benefits. In later years, my father managed to slowly remove himself from this nightly task, first shifting his seat to the other side of the room near the door, then just outside the room, then down the long hallway in our apartment, until finally he was relieved of his duty. For many years, though, I benefited from my sister’s need to have him nearby.


Another looming memory is not of an event or circumstance but of a photograph. We are younger than in my true memory—only about a year old or so. As in the true memory, I am standing, and Judy is lying on her stomach, looking up. We are in our playpen, both smiling happily at the camera. When I discovered the photo years later, though, it did not bring a smile to my face but rather a sadness that this is how it was and how it would always be: me, able and ready to meet the world; Judy, forever bound by her disability.


It took nine months until Judy was officially diagnosed with cerebral palsy (CP), which Merriam-Webster defines as “a disability resulting from damage to the brain before, during, or shortly after birth and outwardly manifested by muscular incoordination and speech disturbances.” As Judy made her way from infancy to toddlerhood, it became apparent that she was going to have physical limitations, but in the beginning it was unclear how severe those limitations would be. At that time, infants were often placed on their stomachs, and it was from there that we learned how to roll over. Judy began lifting herself up with her hands before I did, and that was seen as a good sign. However, as it turned out, it was due to her muscle rigidity and did not indicate an ability to control her body. Long into our childhood, we played a game in which Judy would lie on her bed and lift herself up and up and up on her hands, until, ultimately, she tipped over. Depending on how she landed, she might pull her arm out from under her and be back on her stomach (and repeat the process), or she may have tipped over too far and now be in jeopardy of falling off her bed. That would cause her to laugh aloud, and someone would come running to her room to save her as she dangled precariously above the floor. But Judy always thought it was so funny!


Judy never had control of her hands or leg muscles, and, when she was young, she had limited control of one of her arms. When attempting to move the arm forward, she would first pull it back before extending it forward, although she was never able to extend it very far. Over the years, her increasing spasticity prevented even that. Never fully able to hold her head up on her own, she eventually needed one and then two head supports added to her wheelchair, and, for a while, she was able to move her head from side to side with that support.


Though she was severely disabled, Judy was able to do many things. She could breathe on her own. She could laugh, and she could cry. She was considered cognitively impaired, but she understood a lot of what went on around her. When she was ten months old, she ran a high fever and was hospitalized for about ten days. The cause of the fever was never found, but when it finally subsided, she was sent home. For years afterward, whenever we happened to pass by that hospital, Judy, looking out the car window, would start to cry. She clearly remembered it was a place she didn’t like. In addition to her phenomenal memory, Judy understood when people spoke to her and responded through particular mouth motions: an opening and lowering of the jaw was “yes”; a sidelong grimace meant “no.” She laughed when someone said something that amused her and made guttural noises indicating that she disagreed if she didn’t like what you were saying or was unhappy about her routine being disrupted. Judy enjoyed listening to rock and roll music on the radio and to songs from Broadway shows on tape. Her favorite tapes were ones our family made for her, detailing a trip we had taken or a family story.


Her daily routine also included watching TV sitcoms and family dramas. She would scream when anyone yelled on I Love Lucy and cry when Lassie was lost, but she wouldn’t miss an episode.


Every year, once a year, the Cerebral Palsy Telethon was on TV. We watched together from morning till night, with host Dennis James. Even after we grew older, and I no longer lived at home, Judy continued to watch. We also watched the Jerry Lewis Muscular Dystrophy Telethon—which, to my great frustration, always collected so much more money—but the CP telethon was by far our favorite. I don’t know what she loved about it, but for me, for a long time, it signified hope. I watched as they brought out the children, and I ached—with joy for the child and with longing for Judy and me—when one of the children would throw away her crutches and walk, some, they said, for the very first time. And the special telethon song would be sung . . .




Look at us, we’re walking.


Look at us, we’re talking.


We who never walked or talked before.


Look at us, we’re laughing.


We’re happy and we’re laughing.


Thank you from our hearts, forever more.


But there are so many other children,


Who only speak with a silent prayer.


For those who haven’t been so lucky,


We hope and pray you will always care.


And someday they’ll be walking.


Someday they’ll be talking.


Imagine walking to the candy store.


But the fight has just begun.


Get behind us, everyone.


Your dollars make our dreams come true.


Thanks to you, thanks to you.





I knew that Judy was one of those other children, and I would sit and dream about us walking together to the candy store. For years, I imagined the two of us laughing as we headed down the street to Featherbed Lane to buy some candy. And I prayed. I prayed and I prayed and I prayed.


Sadly, there was no walking and no candy in Judy’s future. Judy was never able to even use crutches, never mind throw them away. She also wasn’t able to chew. She tongued the soft foods that my mother or grandmother—or I—fed her. She was able to swallow soft or pureed food, but even that often ended in bouts of coughing, with food spraying everywhere, much of it landing on the bib she always had to wear (to catch her drool as well as her food). Growing up, we had a parakeet we named Pee Wee. Pee Wee was the happy recipient of Judy’s inability to keep food in her mouth until it was swallowed. He loved to fly around the kitchen, his favorite landing spot being Judy’s bib. Pee Wee would alight onto Judy’s shoulder or head and then walk down onto her bib, strolling up and down, pecking at the food bits that had fallen there. Judy loved Pee Wee and would laugh every time he visited her, clearly enjoying his foraging attempts.


Since Judy couldn’t chew, her teeth weakened over time, and despite efforts to brush them daily (not easy because Judy wasn’t able to keep her mouth open) and regular visits to the dentist, they soon began to decay. Judy needed a dentist who specialized in treating disabled patients requiring special care. She needed to be sedated so her mouth could be kept open. Over the years, some teeth had to be pulled and others had parts drilled away. After a visit to the dentist, Judy always came home groggy and with a mouth full of dried blood from work on her gums.


Judy was incontinent and wore diapers. I often changed those diapers, and I remember it made me feel very grown-up. It somehow never bothered me, whether it was a pee or poop diaper. It was just part of what needed to be done, and I was proud that I could help. After all, she was my sister, and I would do anything for her. I think that, because of the experience, I never shied away from cleaning up messes, no matter how gross. In fact, on my very first day student-teaching in a particular kindergarten class in January, a little girl got off the bus with vomit all over her mittens. She wasn’t ill, just carsick, so she remained in school. My thoughts went out to her mother who, at the end of the day, would be greeted with a plastic bag carrying her daughter’s mittens caked in dry vomit. I helped clean up the little girl and then washed the mittens in the bathroom sink. It was totally unnecessary, of course, but I wanted to be helpful, and the vomit was, just like my sister’s dirty diapers, something that needed to be cleaned up, and that was that.


Though she could never tell us, I believe Judy was capable of love, and she clearly had her favorites among family and friends. She always responded with smiles or laughter when anyone in the family interacted with her. Well, sometimes with squeals of disapproval, as when our brother Orin joked with her, but that always ended in laughter as well. Her face lit up when my children came into the house. And when we were younger, the room would reverberate with the sounds of enjoyment while she and I danced together around the room. Of our family friends, Arnold Mittelman was her all-time favorite. He and his wife, Hattie, would occasionally come to visit. When the doorbell rang, Judy would start screeching with laughter, anticipating what would happen next. Never failing to break his routine, Arnold would enter the apartment and say hello to my parents and to anyone else who was in the room—all except Judy. Then he would begin, “Where’s Judy? Where is she?”


We would say, “She’s right here.”


And he would go on, “Where? I don’t see her. Where can she be? Ju-udy, oh, Ju-udy, where are you?” Judy would laugh and laugh and laugh. This would go on for several minutes until finally he would find her, and all would be well.


In the beginning, our family tried different therapies in an attempt to help her. I remember a physical therapist coming to our house, exercising Judy’s arms and legs up and down and around and around. In my memory, we were probably two years old, possibly younger. A body brace was made to support her body, from her special shoes all the way up her legs, around her hips, up around her ribs and chest, and stopping under her armpits. She didn’t complain when she had to wear it; I think she enjoyed being upright. She would stand in what we called her “standing table.” Her body would be placed through a small door into an oblong space that opened at the top onto a large table on which her arms would lie. We would put toys on the table, though she couldn’t really play with them. Occasionally an arm would move and knock one, forcing it to roll to another spot on the table. We would laugh and try to get her to do it again. The standing table lasted for a number of years until she outgrew it; I remember Judy getting fitted for a new brace as her body grew out of the old one. I loved it when she wore the brace. I would stand next to her and, though I was about a head taller, it made me feel that we were more the same. Identical twins are supposed to be identical, and I longed for that from the very beginning, to be like the little girls who lived across the street: always dressed the same, impossible to tell them apart. That’s how I wanted it to be with Judy and me: playing tricks, fooling those around us. When we were maybe six or so, I was taking a walk one day with my dad and Judy. A boy from the block came by to say hi and walked with us a bit. He asked about Judy, and my father—patient as always—explained, adding that she and I were twins. The boy was disbelieving. My father tried to explain why we looked so different and that, even though she was so much smaller than I, we really were identical twins. My stomach knotted inside until the boy finally seemed to understand, and I was able to breathe easily again. Twins are so special. I only ever wanted to be acknowledged as special too!


Yet even more than I wanted that special identicalness, I wanted a sister. As I grew older, I yearned for someone I could talk to and with about growing up and about my dreams, inside thoughts to be shared with someone only a sister could be. As a teenager, I had a short period of that special relationship with my brother David, who was five years older, but then he moved on and away, and I was alone again. Even after I married and had children, I still yearned for that kind of sister—like the one Carrie, my brother Orin’s wife, had. Carrie envied the trips my husband and I took with our kids. I envied her for her sister. If at any time in my life I had been granted one wish, it would have been to make Judy “normal.”


I remember a conversation I had with my father once. Judy and I must have been about eight or so. I confided in our dad that I wished I could change places with Judy. He got upset with me and asked me not to say that again. Looking back, I guess that was his way of saying that he didn’t want to lose me, but he misunderstood my intent. I wasn’t that selfless. I didn’t want to be Judy—in a wheelchair, unable to feed myself or even sit straight, unable to share my thoughts and my dreams. Yes, I wanted Judy to have all the physical and mental abilities she did not possess, but I thought if we could switch places, then I would use what I knew about walking and talking, and I would be able to overcome all my disabilities. Then we would both be whole, and we could live out our dreams together.


Judy was my pal growing up, and we spent many hours together. When I first learned to read at age five, I would read to her every day. We had lots of Little Wonder Books, popular with children at the time, and I would read them to her over and over again. It got to the point where I wouldn’t even look at the words, just show her the picture and recite the text from memory. I loved to read the books, and Judy loved to listen to them. We also played board games, and on her turn, I would close Judy’s hand around the dice as she sat in her chair, and when I let go, the dice would fall to the floor or onto a table, and I would move her piece around the board. We played mah-jongg in a similar fashion. Our mother played in a weekly mah-jongg game, and once every five weeks, the group played at our house. Judy loved having company and watched the women play until it was time for bed. I watched too and thus learned how to play, and every so often, I would set up the bridge table, take out the set, and play with Judy. I would set up our tiles and hop around from her place to mine, playing for both of us. I conferred with her on which hand she should play, though I could never tell if she really understood or just indicated yes to any suggestion I made. As with all the games we played, she showed enjoyment—though it may have been due more to the attention she got than to the actual game.


Yes, Judy was my pal, my partner. I had friends from school and friends from my apartment building with whom I frequently played, but at home, Judy was my companion. We loved to dance together. Sometimes I would face her in her wheelchair, hold on to her hands, and sway her back and forth, turning her chair around under my extended arm, crouching under hers to spin myself around. Other times I would lift her from her bed and dance with her in my arms. Then we could fly around the room as the music played on the radio. That was the best, though, lightweight that she was, she would soon become too heavy, and I would have to rest.


Our grandparents lived on an upstairs floor in our apartment building, and we saw them every day. Grandpa would walk into our house and, if Judy was in her wheelchair, he’d head straight for her. He would put out his hand and patiently wait while she slowly, painstakingly, lifted hers up as far as it would go to meet his. Grandma was instrumental in caring for Judy. She helped feed her and watched us when our parents went out. One day—I must have been about fourteen—Grandma asked me if I thought it had been a good decision to keep Judy at home. I don’t know what was behind this question, but it elicited an unequivocal yes from me. How could it be otherwise? At a time when most children with Judy’s level of disability were not kept at home, the idea of Judy living in an institution was unbearable for me. My parents evidently felt the same. When my sister-in-law Carrie was writing a paper for her master’s degree, she interviewed my parents. Mom and Dad told her that, at the time of our birth, the conditions of most institutions were, to put it mildly, less than desirable. “Judy understands so much of what goes on around her. It would have been unthinkable to institutionalize her.” Though I’m sure I didn’t fully understand all that caring for Judy entailed for my parents, I was aware of some of the difficulties, and I have always been so grateful that they chose to face those difficulties and keep my sister at home. Judy was a part of me and a part of my family, and I could not envision, nor would I ever want, a life without her. On whom else could I count nose freckles and compare them with my own—something I did fairly frequently when we were young: two identical noses yielding an equal number of dots. Who else would be such an eager listener to the silly stories I told just to make her laugh? In whose laughter would I otherwise rejoice? I know that Grandma loved Judy, but I felt that she also pitied her, and that bothered me. Pity and love did not go together in my mind. I may have wished Judy were “normal,” but I didn’t feel pity for her. There was no room. I loved her too much.


Judy continued to need full-time care for her entire life. A couple of years before our father died, when Judy and I were in our mid-twenties, my parents were able to get a home attendant through the Social Security Administration to help with Judy from Monday through Friday. This allowed my mom to get out during the day, but she was always back by four o’clock so that the home attendant could leave. At that time, Mom fed Judy dinner and put her to bed. Eventually the care expanded to include weekends, and then to overnight, so that someone was there to feed and dress Judy and to transfer her from the bed to the chair and back as needed. Two attendants shared the work, one arriving Monday morning and staying until Friday morning, the other one taking the weekend shift. As Mom got into her late eighties, caregiving and supervision of the live-in attendants became increasingly difficult, accompanied by the worsening effects of the CP on Judy’s body.


Judy’s spine had been slowly deteriorating, and her sitting was becoming more and more lopsided. At one point, maybe when we were in our early twenties, she started needing something that she could rest her head against so it wouldn’t flop down. She had already been sitting on a foam cushion fitted for her wheelchair, and by the time we reached our forties, it became more difficult to place Judy in her wheelchair so she could sit as upright as possible. By the time we entered into our fifties, the home attendants were changing frequently, and the ones who came didn’t seem to try to get to know either my mother or Judy. Because it was difficult to put Judy in the chair, they did it only when it was time for a meal. Even then, they didn’t work at making her at least somewhat comfortable, so she began to spend most of her time on her bed. My mother didn’t make an issue of it, perhaps because she didn’t like conflict, or perhaps because by denying the existence of a problem, she didn’t have to face it. At this point, Mom was well into her eighties, and most of Judy’s care had been handed over to the home attendant. Even though she may have thought the aides could do better, she never complained to the agency. I think at that point in her life, she was tired and felt there was no point in complaining because another attendant would be no better. She recognized that maneuvering Judy’s body was just more difficult than it used to be.


It was the middle of August 2005—Judy and I were fifty-three and Mom, ninety-one—when the short dialogue that changed everything began. It started with a phone call to one sister from the doctor of the other sister. After living her entire life in her parents’ home, it was now time; there could be no further delays. The doctor’s message: My sister’s health was deteriorating, care in the home was insufficient, and Judy’s life expectancy was at risk. Alternative placement—some sort of nursing home—was the only option.


In the days that followed, calls went out for family support. Mom was angry at not being included in the discussion with the doctor; the doctor insisted he would call Adult Protective Services (ADP), and ADP would find a placement for Judy if we didn’t do it ourselves. The family attempted a conciliatory plan: home nursing. The doctor refused, based on his belief that Judy was being neglected at home, and reiterated that he would advocate for placement in an appropriate institution. It came down to our choice of nursing home or the ADP’s choice. All this led to ultimate acceptance by the family, believing we really had no choice.


This is the account, seen through the eyes of a sister—a twin sister—sentencing her other half to a life in the care of strangers, for the word “home” in the term “nursing home” is merely a euphemism, with no resemblance to the true meaning of the word. In the nursing home, there is no family. There is no unconditional love. There is no understanding borne of knowing a person one’s whole life.


And that’s how it was in the nursing home, which I always refer to simply as TNH, where Judy was ultimately placed. Strangers cared for their charges, of whom Judy was only one. I do believe that the aides did their best. There were those who took more time than others, some who talked to Judy as they bathed or dressed her—in particular, one special one who gently rubbed Judy’s arms and legs with body cream to combat her dry skin and another who took Judy for walks on days when I couldn’t visit. For Judy, I am certain, it would not have been where she wanted to spend the rest of her days. My mother and I would have completely agreed with that. Yet so it was, and we watched the same slow deterioration that the doctor had ironically predicted would occur should we have been allowed to keep Judy at home. But Judy was not at home. Instead, we watched the decline occur in a strange place, in the care of strangers, surrounded by other disabled strangers. So it was.












1

Growing Up and Onward




Before there was even any thought of a nursing home, Judy and I shared many happy years together at home. Her disability may have kept us from some activities, but we certainly had enough to enjoy. Almost every summer until we moved from our apartment in the Bronx to one in Queens when we were fourteen, my family rented a bungalow in the Catskills. There we could be outdoors and, most enjoyably, swimming in the pool. It was a big pool, crowded with the people staying at the bungalow colony. Judy loved being in the water, and I loved playing with her. She would wear her little waist-tube (that’s how they kept you afloat in those days) as my mother held her, and I swam nearby. I would swim up to her to say hi, and inadvertently splash water on her. She would make such a funny face! She’d close her eyes and pull back her head, her lips puckered, trying her best to hide from the spray but also enjoying my presence. “Come swim with me,” I might say, and I would hold her from behind, and we would swim around together. “Okay, move your arms like this—one arm first, now the other one,” I would instruct, attempting to move her arms up and down in the water. “Look, you’re swimming!” Or I would face her and hold her on her sides under her arms to keep her from slipping through the tube and pull her around with me: “Whee, here we go!” She would laugh and laugh—a bit like when we danced together in the house, swinging around, light and carefree.


Though we never decorated the house for Halloween, my parents allowed us to go trick-or-treating. Dressed in our costumes, I would wheel Judy down the hallways of our Bronx apartment building with our goody bags in tow. Those who answered the doorbell would drop a candy or two into those bags. I always wondered if they knew that Judy couldn’t eat their treats and was secretly happy that it meant double for me. Thanksgiving entailed setting up a long table that ran from the entrance to our apartment down the long hallway, past the large living room, and up to the den. Judy loved having people over and sat quietly in her chair listening to the conversations. On Chanukah, she rejoiced in watching my father, and later my mother, light the candles and in hearing them sing the blessings and the songs that came afterward. Singing was also a highlight of our Passover seders for Judy as she sat, first in my grandparents’ apartment, then in my parents’ apartment and, still later, in my own house, surrounded by family and friends.


We were thirteen when we took our first plane ride together. We flew to Washington, DC, for a mini-vacation and toured the city. At that time, seeing someone in a wheelchair was unusual, and we were greeted with stares of curiosity from fellow tourists and locals alike. But traveling with Judy had its perks. Of course, there was the preferential boarding onto the plane but also some special treatment on the ground—and I was all about special. At the FBI building, for example, on a tour where they demonstrated target practice, after the demonstration, the man in charge went over to the targets, took one down, and brought it back to us. “This is for you,” he said, leaning over to speak to Judy. No one else on the tour had received a target. I smiled, a wide, toothy smile, excitement radiating from my eyes, special written all over my face. It didn’t matter that the target had been given to Judy. I was special by association.


The best part for me on this trip, however, was our visit to President Kennedy’s grave. It was 1965, and the wound of his assassination was still relatively fresh. It was a big deal to see the grave with the eternal flame. There was a path leading up to the grave, cordoned off to prevent tourists from coming too close. A uniformed guard approached us, asked if he could take Judy, and undid the chain that kept the public away. The crowd watched as he wheeled my sister, with my family in tow, up the path, right up to that flame. I doubted that Judy grasped the significance of the site or the flame, knowing she had heard that our president had been assassinated but lacked the cognitive ability to understand what that meant. I followed Judy, my head held high, walking straight and tall. My eyes sparkled, my smile seemed to reach from ear to ear, and my heart was beating so fast I thought it would pop right out of my chest. Now that was a perk!


The next trip we took involved flying out to California in the summer of 1968. This one included not only my parents, my grandmother, Judy, and me but also my brother Orin and a pregnant Carrie. The highlight of this trip was sleeping in a lean-to in Sequoia National Park—wheelchair and all! No special perks that I can recall, just a glorious road trip—something that others may have taken for granted but that I appreciated all the more because of the tricky logistics involved in traveling with Judy. Thinking about it now, I imagine my parents might have been concerned how Judy would sleep in a strange bed and whether she would fall off during the night, not having the bed rail we had at home. Judy sat relaxed as we set our things up in the lean-to, and she watched quietly as my mother fixed her bed. She started to laugh when I jokingly teased her: “Judy, your bed rail is at home. We’re putting your chair here tonight, near your bed. No falling over. No waking us up in the middle of the night. Everyone wants to have a good night’s sleep.” Whether it was what I said or simple exhaustion from a full day of activity, everyone had a great night’s sleep, and we were ready to face another exciting day in the morning.


Judy’s next trip was by herself. We were in our early twenties when a friend of the family found a summer camp in Rockland County for the disabled. My parents sent Judy for a month. It was the first time she was ever away from home alone, and the first time since the day she came home from the hospital that my parents were without her. We were always able to tell if Judy liked something, as she simply did not complain. Complaints from Judy entailed unpleasant-sounding noises, which we referred to as kvetching, and mild body writhing. Judy evidently did neither at camp. When my parents called to ask how she was doing, they were told that she was relaxed and either sat quietly or laughed during the activities. She never cried or showed other signs of distress. My mother, on the other hand, ended up in bed for the entire month with a case of sciatica. By the next year, though, my parents were better able to handle the separation, and when Judy returned to the camp the following summer, my parents took a monthlong vacation in Israel. Unfortunately, at the end of that second summer, the camp administrators told Mom and Dad that the care Judy required was beyond their capabilities—her physical limitations simply made her too needy—and although they managed as best they could for the two summers, they would not be able to accept her back in the future. That was hugely disappointing to all of us.


Several additional trips followed, including a visit to our brother David in Minnesota. After flying to Minneapolis, my husband, David, rented a car so we could drive to Wisconsin and see some of the sights there. Staying on the first floor in motels presented no problem. Eating in restaurants was a different story. Along with the dietary restrictions of various family members, any trip to a restaurant always included the other diners’ stares at a person with a disability. In addition to the wheelchair, Judy being fed was quite a sight for the novice. The person feeding her would scoop some of the soft or pureed food onto a spoon and slip it into Judy’s mouth, much as one would do for a baby. Judy would then use her tongue, inefficient at best, to move the food until it either slid down her throat or slipped out onto her bib, which required the feeder to scoop it up and try again. Unable to adequately control the food in her mouth, her attempt at swallowing would sometimes end in a coughing fit. None of us in the family were new to the situation, of course, and we put up with the stares. The eventful moment of this trip came, however, not in a restaurant but when we drove away from it. In her wheelchair, Judy sat on a cushion placed atop a hard board and leaned her head against a side panel that provided enough support for her to sit upright. A cushioned strap was placed around her middle to ensure that she wouldn’t fall out. On this day, when we returned to our car after stopping to eat, we put Judy’s wheelchair in the trunk but inadvertently left the seat board on top of the car, only to have it fall off as we drove away. When we reached our next destination, we realized we no longer had it and didn’t know quite what to do. It would have been very uncomfortable for Judy, and very hard for her to sit properly without the board. David had the idea of finding a home improvement store, and, sure enough, they were able to cut and sand a piece of wood to the size we needed. We were soon on our way again, with another story to tell to bring laughter to Judy’s lips.


Judy made two more great trips with my parents, both to Israel and both for six-month durations. The first, when we were eighteen, included our grandmother, and the four of them rented a house in Jerusalem. My father’s sister and her husband lived nearby at the time, and Judy visited regularly with my parents. I stayed home, completing my first year of college, and arrived in Israel to stay on a kibbutz about three months before they left. I visited them as often as I could and walked with them around the neighborhood when my dad took Judy for her daily walk. During the second stay, when we were turning twenty-six, my grandmother was no longer alive, and Judy and my parents rented a house in Haifa. This time my mother hired a young woman to help with Judy. Orin, Carrie, and their two kids, Adam and Jason, were nearby on a yearlong sabbatical, and Judy loved seeing them there. Even in hilly Haifa, long walks in the area were part of the daily routine, something Judy always enjoyed.


At the time of the second trip, my father, at sixty-seven, had been forced into retirement from NYU where he had been a professor of psychology for many years. He was not ready to retire and arranged to teach a class at Haifa University. It was during this trip that my father suffered a heart attack. My husband David and I were due to arrive in Israel for a two-week stay shortly afterward but were not there at the time, so I wasn’t able to observe Judy’s reaction. I imagine that my mother, calm and collected, kept Judy’s routine steady and explained, “Daddy has to go into the hospital, but he’ll be home in a few days.” Judy may have pouted or even cried when she learned about her father being hospitalized, but she was surely calmed by Mom’s positive outlook. She was definitely full of smiles and laughter upon seeing David and me a couple of days later. Dad was released from the hospital shortly afterward and was told to take it easy for a while.
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