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introduction


My life as a handicapped person has been in many ways a normal life, filled with the great joys, great sorrows, and the commonplace or mediocrity that all people enjoy or endure.


My purpose in writing this memoir is to convey what it is like to live a full life while handicapped with a paralyzed, short, atrophied foot and leg, and to get all my early memories of polio treatment written down before I begin to forget them. It takes guts to be handicapped. People will say unkind things. There will often be more that we cannot do than that which we can. I’ve spent a lifetime striving and struggling to be normal. We need folks to be patient while we adapt; independence is our fond desire but is sometimes unattainable. There are, however, solutions, and myriad ways to have a good time.


It is my deepest intention that this book will honor and represent millions of physically handicapped people. I realize that many have been far more physically limited than I, and do not mean to flaunt the ability I do have, or to convey a tone of self-pity. I also know that there are some with more severe limitations who have strived and accomplished far more than I did, whether in public service or in their personal lives. I am in awe of those folks. I have done as much as I could without exhausting my little body (and often have more than exhausted myself). I sometimes feel I should have been more focused. As Lily Tomlin said in her performance of Jane Wagner’s The Search for Signs of Intelligent Life in the Universe, “I always wanted to be somebody. Now I see I should have been more specific.”


The reality is, I was crippled by a merciless virus as a small child, and it changed what might have been. My choices and personality have been driven and created by awareness of my acute physical limitations as much as by what I desired. People have often—though not always—treated me differently than fully able people as a result of my disability; that’s just how it is. My story is defined by those parameters.


It is impossible to write a memoir or reflection upon personal difficulty without thinking about oneself a great deal. Over the course of these six years of writing, I have had to take occasional breaks to avoid feeling too self-centered. I hope that whatever humor and sense of the absurd you may find here may make the writing tolerable if I have not succeeded in avoiding narcissism. Lots of people will find my stories “not funny,” but if you are a fan of Monty Python, I ask you to remember the irony of the song, “Always Look on the Bright Side of Life”—sung while Brian was being crucified—as you read on.


For anyone whose life has been changed dramatically by disease, birth defects, war, injury, or aging, I salute your bravery and commitment to finding ability, meaning, and joy in your life despite your daunting challenges. This book is written for you and me, and with gratitude to the amazing rehabilitation people who have given us the gift of function.


Although everything in this book is true, some conversations are not verbatim, and a few names have been changed to protect privacy.
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Francine, Easter, 1950, age 2 1/2
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when I was a normie


It’s my birthday, and I’m three years old today! I’m running down the sidewalk on our street, West 109th, in our middle-class neighborhood in Los Angeles, near the edge of Gramercy Park. A northern leg of Westmont—later to become owned entirely by black and Hispanic folks. But today it’s a very Anglo place to live, and kids are coming over to our house for my party.


In early December 1950, it’s a little warm out in southern California. I’m wearing a full, very short, ruffled chiffon dress my mother made, and a round, flat, gathered paper hat set at a jaunty angle on my head. Mama is a remarkable seamstress, and her sister, my Aunt Marie, used to sew professionally, as a member of the garment workers’ union.


I cannot tell you, sixty-some years later, why I am running, or why I’m out on the sidewalk without an adult. Possibly I escaped . . . something I will spend much of my life doing, until I hit forty or so. Maybe I’m running with a big birthday present I was excited to receive; I remember a box with a fat, overstuffed doll in it that I decided to call Ollie Dolly after the children’s TV puppet show, Kukla, Fran and Ollie. Or maybe I’m just gleeful that it’s my birthday. My mother will later tell me that when I was even smaller, I would steal cut lemons from the bottom of the fridge and scoot away in my Taylor Tot stroller, refusing to give up the lemon, although when I sucked on it, I puckered my entire face.


That day, high-tailing it down the sidewalk, is the last recollection I have of ever running, and I never want to forget it, which is part of why I am telling you my story now.
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When I was perhaps in my thirties I told my mother about another early childhood memory: I was out in the backyard, alone, and eating a somewhat fresh banana skin out of the garbage can. I might have been quite hungry, but maybe I was just snacking or curious. Planes flew low overhead and scared me. I ran and hid under the stairs, stairs that were too steep and high for me to climb and get into the house. I put my hands over my ears. I was crying and afraid.


Decades later, Mom looked at me in disbelief as I recounted this story. “You were only two years old then!” she exclaimed, then turned to stare out the window and watch the smoke from her cigarette waft around her kitchen. We both took in the thought that she had left me down a long flight of stairs alone at two, expecting me to play in the backyard, and instead I ended up eating banana skins out of the stinky garbage can.


Throughout my childhood, Mother would proudly say, “You played so well by yourself as a toddler, you always did.” When I shared with her the memory about the planes going over and being alone down in the back yard, I could tell she was stunned by the knowledge that I could remember back so far, and I suspect she wondered what else I could recall. I said nothing.


“We lived near the airport,” she eventually continued, “and the planes flew low over our house when they took off.”


My dad was a milkman, with his own small business, and my mother didn’t work. We were renters. The people across the street, the Murrays, might have been owners. They had two little boys I played with all the time.


We dropped this adult conversation, but it was a moment of revelation for us both—for me, confirming a certain sense of distance my mother always conveyed. My mind had raced after hearing her response: How could you leave a two-year-old alone in a backyard? I wondered. How could you let a toddler eat out of a garbage can? Is this what it meant to “play well by myself”? Did you know I was down there crying and afraid? Did you come down and get me?


I didn’t want to ask these questions of her.
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At my third birthday party, there is a fantastic big black papiermâché spider with black pipe cleaner legs that Mama made as a centerpiece for our large, dark, heavily ornate dining room table. The spider scares me, though it is comical; even in my shortness and inexperience, however, I can appreciate the ability it took to make it.


Accompanying the spider is a storybook doll we all know is Little Miss Muffet, my nickname. My parents started calling me “Miss Muffet” affectionately when I was a month old, and everyone will call me that or “Muffet” for all of my childhood, except at school. Eventually I will see the irony in my fear of real spiders, though my parents thought only to call me something cute.


The spider and the nursery rhyme theme are a hit with all, especially the mothers. Mama receives all the compliments graciously, tilting her head to one side; how wonderful that she’s made something so amazing for her little girl. I don’t think she realizes how frightening the spider is to me, and even if she did, she would only laugh and tell me it’s not real.


This is the last hurrah before the virus comes. This is the last day I can remember being a “normie,” which is what the “crip” community, a handicapped veteran will tell me some forty years later, calls non-disabled people. It’s a kind and affectionate way to say “fully abled, innocently unaware of the stuff we experience” and leave out the envy, regret, or wistfulness we might feel.
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Mother, 1948, a few months after my birth
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Me in the middle of neighbor kids, Los Angeles, 1950
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taken from home


A few weeks after my third birthday, in early January of 1951, I was sick. My feet hurt. I was in my crib—I still slept in a crib, probably to keep me in bed when I should be—and on my knees, crying in the night, calling out over the crib bar, “Mommy, my shoes hurt!”


I recall sleeping in my shoes. My mother later said I never did, which perplexes me, though she is the one who told me (when I was in grammar school) that I did say these words, “My shoes hurt!” I’m guessing that my feet felt like I was wearing shoes that fit too tight. I knew the word “shoes” and I also knew the word “feet,” so I must have been saying what I believed to be true. Perhaps I was delirious; I did run a temperature of 101 degrees for a week. After that, though, I appeared to be back to normal.


I was across the street at the Murrays’ house in this same week, before or after the shoes incident, and I wouldn’t play with the two little brothers, Stephen and Jeff. This was strange, as I was never lethargic; in fact, I was the kind of kid on whom you might have seen a harness. Mama hated napping with me because I wouldn’t hold still.


Mrs. Murray called Mama on the phone: “Frances, Francine won’t get up off the floor.” Someone carried me home; Daddy always got home mid-afternoon, and Mama was a small woman with lower back problems who was unlikely to have picked me up at age three. It couldn’t have been my teenage brother, Gene, because he was in a sanitarium with tuberculosis. Perhaps Mrs. Murray carried me.
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I have a favorite photo of myself just prior to this: Six neighbor kids lined up against a wall in what looks to be a driveway, looking like The Little Rascals, the mischievous children of the popular 1940s short films, which I later watched almost daily when we got a television. One of the Murray boys—the older one, Stephen—is in the photo, blond and a foot taller than me. I’m guessing I had a crush on both him and his brother . . . I loved my daddy, and I loved boys, too.


In the photo, I’m in the middle of the group, and I’ve got jingle bells on my high-top toddlers’ shoes (Mama tied them on so she would know where I was in the house, since I was inclined to get into stuff at every opportunity). My short dress adds to the “Little Rascals” image—I look a little like Darla from that series. I also look like I’m not sure there’s enough room for me; someone, probably my dad, told us to stand close together so he could get us all in the Brownie viewfinder, and I’m looking up with my eyes and eyebrows, as if to say, “Am I doing this right?”


I knew the importance of being good and doing what adults said to do. I love how this picture shows the seriousness with which I took instructions, even at two and a half.
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Because I wouldn’t get up and play at the Murrays,’ and because I cried in the night and said my shoes hurt, and I had been recently running a fever, I was taken to see Dr. Blackman, who delivered me in 1947 at Queen of the Angels Hospital in Los Angeles. I don’t recall ever playing with the Murray kids again, though my mother did keep in touch with Mrs. Murray for many years.


In 1951, there’d been a polio threat for decades. Years later my mother told me, “They had the vaccine then, you had to ask for it from your doctor, but people were getting polio from the vaccine in those days, so many people, including us, did not get vaccinated.”


This is not at all accurate, I learned when I was in my fifties, though I now understand why she might have gotten the time frame and facts mixed up. One batch of the vaccine made by Cutter Laboratories in April of 1955, four years after I came down with polio and a year after the first public trials, did cause some incidence of infection: 204 people contracted the disease, most of them experiencing paralysis, and 11 of them died. Normally, an incidence of one in 700,000 people would be expected from the inactivated virus vaccine, and those cases were sometimes found to be from exposure prior to vaccination. Theories proliferated as to the cause, but one thing was certain: some of the vials of vaccine at Cutter had contained live virus. This was probably because the virus was kept in storage too long, clumped, and the formaldehyde (which kills the live virus and keeps it inactive, allowing the recipient to create antibodies without getting the virus) could not penetrate these “clumps.” Dr. Jonas Salk, the researcher who was the first to get the polio vaccine into trials and initiate the inoculation program that became instrumental in stopping the epidemic, later said that this period of infamy for the vaccine was the one time in his life when he felt suicidal.


After this debacle, the protocol for storage was vastly improved. More testing was required before the vaccine was released, and stricter tracking of the location of all vaccines was mandated by the government. (Though I do not love all aspects of government, here is one small but powerful instance of how useful record keeping can be when it is standardized across all states.)


By 1961, the rate of polio had dropped by 96 percent. The last known new case of it in the US occurred in 1999.
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My mother had a way of distilling information into its most simplistic form and was a fearful person in general. As a child, though, I believed everything she told me. Now, having known her much better, I wonder if her line about fearing the vaccines was not an excuse—her feeling guilty that she and Daddy never asked our doctor about vaccinations, and then creating an explanation for her inquisitive daughter. Vaccines were not available when I contracted polio; they were not made public in the massive trial inoculation campaign until 1954. But it’s most likely that she didn’t remember the sequence of events, and when I asked about polio as a young child, she simply needed to tell me something about why I got it.


In all the time I lived with my mother, I recall her going to the doctor perhaps once. She either feared information or felt it was too expensive to go unless there was a dire circumstance—and the latter was certainly true. Economically, we lived a simple, slightly-below-middle-class life. I was taken to the doctor, later in my life, with strep throat and occasional other complaints, but never to the dentist; I was afraid of the potential pain and I think that my mother didn’t want to deal with my protests, or the expense. When I was sixteen, my close friend’s older male cousin commented discreetly to her that I would be pretty if I got those decayed front teeth fixed. After she told me this, I went to my mother and asked her to make an appointment with a dentist for me. I had one or two teeth removed and several filled, including the four front ones, with white enamel. I had been oblivious to this need.


Although I do not clearly remember my entire battery of polio symptoms at age three, what is typical with both paralytic and non-paralytic types is an onset involving nausea, headache, sore throat, back and neck stiffness, and pain. There are generally changes in reflexes and an elevated spinal fluid cell count. Poliomyelitis virus lives in the intestines and throat, but the usual gastrointestinal flu symptoms of bowel difficulties do not seem to be present. With paralytic polio, there is also weakness in one or more muscle groups. Spinal polio involves the trunk or extremities, more often the legs, and this is the type I had. The people who had bulbospinal polio are those who had acute respiratory difficulty and were put in iron lungs. (There were perhaps one or two dozen operative iron lungs still in the US in 2014, indicative of how few people were left sharing that equipment, surviving with this more life-threatening form of polio. Most polio patients with breathing difficulties, which can also begin to surface late in life, now use wheeled ventilators.)


There were so many backward attitudes about disease in the fifties. If someone had cancer, my mother spoke about it in hushed tones, almost as if it were the patient’s fault. Polio had so many stigmas attached to it. Accounts I’ve read describe almost paranoiac thinking similar to that surrounding AIDS in the 1980s: You got it from the air, you got it from touching someone who didn’t wash, you got it from associating with the wrong class of people, people who lived in filthy conditions and spat on the sidewalk. You got it from swimming pools. Throughout my life people have said to me, after asking me why I limped and hearing I’d had polio, “You got it from swimming pools. You must have gone in swimming pools.” I never went in a swimming pool before I was at least nine. My mother didn’t swim. Besides that, swimming pools are highly chlorinated, generally, and it’s unlikely the virus could live in those conditions. An unchlorinated pool or pond, if there had been any in an area subject to the epidemic, would have been unwise recreation but still would probably not have incubated the virus due to dilution.


The myth about pools likely started because a public pool was a venue where many people congregated in close proximity, especially children, somewhat similar to when you catch a cold at a children’s party or in a movie theater full of people. Polio is also a disease that typically catches on during warm weather. Many public pools also closed when there was a local epidemic, adding to the concept that they were a polio breeding site.


Polio is spread through direct contact with an infected person’s secretions, most often their saliva or feces. And an infected person may have no symptoms.
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My next memory of this early time is vivid: I was in a very small room in a hospital (probably Queen of the Angels), hardly bigger than a large closet, and it was all white and that sickening color of pastel green tile—or perhaps it just became unpalatable to me. My parents later unwittingly chose it for our new kitchen, so I had to live with it for years. A friend in college later described it as “landlord green,” and we speculated that it was for some reason a cheap and easily obtained color.


In the tiny, quarantined hospital room, having so recently gaily celebrated my third birthday, I was alone, day after day. I cried a lot. I was scared and had no understanding of why I’d been taken there, away from my mama and daddy, other than that I hadn’t felt well. I’d been sick before, but had always been allowed to remain at home. I was wildly afraid, filled with despair and a sense of stark abandonment.


They came to visit me. I could see the strain of worry on Mama’s face, and Daddy’s, too. Their eyebrows were pointing up in the middle and my mother looked like she might cry or recently had. They were both dressed in what looked like bed sheets that tied behind the neck. I couldn’t see their hands or their arms.


I was so glad to see them.


“Where is your purse?” I asked Mama. She always carried a big black purse, stuffed with God knew what—I wasn’t allowed ever to look through it.


“It’s here,” she said. “My purse is here under the hospital gown, that’s what’s sticking out.” It made her look like a pregnant kangaroo in a sheet, but she couldn’t show me the purse because she wasn’t supposed to take her hands out.


I sat up, reached my arms out over the top of the crib, and cried out, “Mama!” but she didn’t reach for me. “Pick me up!” I implored. “Take me home! I want to go home!”


When neither of them reached for me, I started to cry. Mama always held me on her lap, every morning, sometimes reading me a story or singing to me, and Daddy held me on his lap each afternoon after work, when he read the paper.


“We can’t touch you right now,” Mama said.


I sobbed; I didn’t understand. It seemed so cruel, though I knew they were following the rules of the ghastly hospital with its horrible white walls and green tile.


I believe this was their only visit after my admission; it was too upsetting for all of us and they knew that quarantine would be temporary.


I didn’t know that, however. When would it ever be over? As it turned out, never, not really. This was the beginning of a life of ups and downs, falls and triumphs—a life that would make me tougher in spirit than I ever wanted to be.


By the time my parents visited me that day, the doctors had told them what I could not have understood: “Your daughter has poliomyelitis. She is experiencing paralysis in her right leg, which is why she cannot stand up. Mr. and Mrs. Allen, your daughter will never walk again. She will be in a wheelchair for the rest of her life. We have to keep her quarantined for a couple of weeks; even you cannot touch her, and then we’ll be moving her to a polio treatment center when she is no longer contagious.” No wonder my mother was trying to keep from crying.


But the doctors didn’t know me, and they didn’t know my mother, and they were not anticipating that sometimes people get lucky, even in perverse ways.
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The hotel that was turned into a rehab facility where I lived for six months during polio treatment. I was in the former ballroom with the big arched windows. Mother occasionally took me down to the beach behind the building.
Credit: Kaiser Foundation
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making the best of imprisonment


After two weeks in the hospital, I was moved to Kabet-Kaiser Institute, a rehabilitation center on the beach in Santa Monica. I lived there from late January 1951 through July of that year, six months in all. I was in a huge, daylight-filled room, called a ward, with thirty or forty other children who had polio. There were no children in iron lungs in my ward, so perhaps the bulbar-type patients who had so much difficulty breathing needed to be in an actual hospital or were at least on a different floor from us. (The iron lungs took up a lot of space and were very noisy; also, these patients needed a great deal of monitoring, to make sure the machine was operating and also to note if the patient started breathing independently—a rare milestone and almost miraculous sign of recovery.)


On the weekends, I got to escape to the apartment my parents rented in Santa Monica “for the duration.” It was so small compared to our previous two-bedroom home with its backyard, planes flying overhead, and neighbor playmates. But I looked forward to those weekends like a laborer working away from home, which was in fact exactly who I was.


Previously the rehab facility had been the Edgewater Beach Hotel, and then the private Ambassador Club. Henry Kaiser had bought the place after seeing how successful Dr. Herman Kabet’s rehab treatment for multiple sclerosis was. (One report says it was Kaiser’s son who had MS and another that it was Henry Kaiser himself.) Kabet and Kaiser formed a rehabilitation foundation in 1946 along with Dr. Sidney Garfield (a founding physician of Kaiser Permanente, the health insurance and care company), the primary center being in Vallejo, California.


In my ward, each child was in a white crib, high up off the floor, with the crib bars spaced six inches apart, and up nearly all the time so that no one could get out and wander about, assuming you could move. So, unless you were so bold as to get up on your knees and look over, hanging on to the top rail, which I did as often as I could, you viewed your world through bars. Many of the children could not sit up and we all spent a huge amount of time prone. There must have been about six to ten cribs to a row, about four feet between cribs, and four or more rows of them. There were lockers for our few belongings along the far wall opposite the windows looking out on the street. I don’t remember ever being moved to another area or visiting the other side of the room; I was in the same crib in the same row facing the same wall for the entire six months.


I’ve since seen pictures taken inside this Santa Monica facility, but there are no pictures of the children’s room or ward with its multiple beds and lack of privacy. The pictures I saw were clearly of the adult ward, where, although the beds were also close together, there were small closets behind the heads of the beds, which provided a partition (around five or six feet tall) between them and the next row over, plus a small but roomier space for belongings. Thus, the adults had a modicum of privacy. This may have been partly a result of there being fewer adults than children with the virus.


The arrangement of the children’s ward should have afforded me the opportunity to sit up and chat with kids nearby, at least those who were able to sit, and not just lie there staring at the two-story hotel ceilings with their elegant dark wood coffers, but I don’t have a single friend from that time in my life, though I keep in touch with friends I’ve known since before kindergarten. My mother maintained no contact with any parents she may have met there, either, though she had a vast Christmas card list and corresponded with old neighbors such as the Murrays. That time must have been lonely for her as well, though my father was home in the late afternoons and evenings, and many of her brothers and sisters lived in the Los Angeles area. I can only guess that occasionally she may have visited with her siblings and old friends. She was essentially a loner anyway. But this new life was not the same as our old one, when we’d had neighbors nearby. My sister, who was twenty-two then, remembers visiting me at Kabet-Kaiser at least once, but she’s the only person other than Mama who came around. This is not surprising given the imagined fear of contagion, despite all of us kids at the facility being past the phase of acute illness.


Clearly there was no consideration regarding creating real relationships at the rehab center, even though we were there for months and shared a most intimate experience. My recollection brings back not a single face, only a large group of anonymous afflicted children. There was never any fanfare about departures: you came in, you stayed, you left. (Perhaps among older children more bonds were forged.)


The floors at the facility were dark wood or linoleum, and the walls were white. There were a lot of windows, big ones, along the east side of the ward, but I don’t remember what we viewed outside them. The pictures I’ve seen of the old hotel confirm this, as well as the fact that the windows that let in all that light looked out on a street, though I was never close enough to the panes to see anything but sky. I think they opened wide and the hospital personnel didn’t want us to get curious and fall out.


On the other side of the building, out of our view, lay the beach and the Pacific Ocean. I have seen in old photos that there were also windows on that side, but they must have been either for offices or for the adults’ rooms.


Photos from the Kaiser archive also revealed a promo picture taken with a famous singer of that era, Howard Keel. Several nurses, some with grim faces and some putting a smile of sorts on the situation, and at least one doctor, pose in the hospital, away from the scene of multiple beds full of sick children. Almost all of the dozen or so children of different ages and stages of treatment included in the photo look depressed and unwell, some in wheelchairs, some with crutches, some standing with Kenny sticks, some in pajamas, and some—the tiny girls in the front—dressed up in the style of ruffled short dresses I wore in that era. Some are smiling stiffly, I imagine having been told to smile for the camera; the rest, it seems, just couldn’t get up the energy for photo-op cheer.


I don’t know if the photo was intended to promote the great success of the rehab program—and it was very good, the only hope for most of us—or to promote Keel’s involvement with volunteer work. But if it was to convey that these kids needed financial and emotional support for their recovery, the mood of the tableau was effective: sick kids lined up to demonstrate the sad difficulties of polio. I’m not in the photo, but I looked just like those other little girls in the front row.
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Days were the same, same, same, week after week. For the nursing staff, this made life manageable; for the children, possibly the predictability felt safe, but I don’t remember looking forward to much of anything but the weekends.


Every morning, after being carried or wheeled to long, low children’s tables over toward the windows in our big room, we had either oatmeal, a fried egg over easy or sunny side up, or scrambled eggs. For lunch, we often had soup and/or cottage cheese with canned fruit. We were required to eat what they gave us, whether we liked it or not. The dinners were totally unmemorable; it’s possible I only remember the foods I disliked or came to detest. I don’t recall eating any other foods but the ones I’ve listed here, though surely there must have been some variety. This was at least a nutritional menu: muscles affected by polio get their best chance for function on a high-protein but balanced diet. Polio patients, like athletes, often place far more strain on muscles, and protein helps maintain strength.


It took me decades after leaving the hospital to be able to stomach oatmeal, fried eggs (particularly the yolk), or cottage cheese without gagging, and soup often seemed a punishment. (Now I love preparing a hearty soup from scratch in the autumn and winter.) I could never find the words to express these preferences to my mother, and she felt I should “learn to eat these foods”—she even said, “You ate this in the hospital all the time!”


When a child is taken away from her family and leads her own life for a time, there are experiences that cannot be fully described or understood, as is the case for a soldier who’s gone away to war. And even if I’d been able to find the vocabulary for my young memories, I am quite sure they would have been met with a “Tch” and tight, irritated, downturned lips from my mother. After all, she had withstood being the eldest of twelve children in the early twentieth century, moved out to support herself at fourteen, and her first husband had left her for someone else (a woman he married and stayed with the rest of his life). It was never too early to learn to be strong, if not stoic.


Every day in the hospital we withstood an injection of prostigmine, a muscle relaxant, for the spasms common to polio. A shot. Every day. At three years old. For approximately 180 consecutive days. Every time, it hurt, and every time, it scared me, and every time, I hated it. Don’t believe it when people tell you that you become indifferent to repeated painful experiences. I became permanently needle-averse, and I still have to look away when I get a shot, get blood work, or see an injection administered in a movie, taking an involuntary inhalation through my teeth. It is possible, maybe even probable, that all of us had muscle spasms from the polio. But as an adult I came to think that the muscle relaxant may have partly been used to keep us calm and quiet. With dozens of potentially rowdy children to a room, it must have been a handy management tool for the hospital staff. Regardless of the drug’s purpose, it was a nasty thing for a three-year-old to look forward to each day. I don’t remember putting up a fuss about it, but I’ll bet I did.


Another daily ritual was that of hot, wet wool blankets placed on our bodies. This was probably for pain or spasms and also to stimulate circulation, which can come to a near halt in a polio-affected limb. My polio leg has always been quite cold-sensitive, and what feels like normal-to-cool room temperatures to the rest of my body feels somewhat chilly to that leg. It always turns purple with red blotches in the winter, unless I rub it almost incessantly.


The blankets, referred to as “hot packs,” were much too hot for a child at the start, but would subside gradually to a tolerable temperature and then drop to useless coolness. I’d lie there for what seemed like forever, clammy and cold in the end, until the packs were eventually removed. The heaviness felt like an additional way to keep me subdued; certainly I couldn’t move beneath the weight. The aroma was just weird. If you know the smell of a wet wool blanket left by the heater to dry, you’ll know this unusual, slightly unpleasant scent. Whenever it accosts my nose now—which, fortunately, is a rarity—I am instantly transported back to the hospital and the damp oppressiveness of the hot pack treatment.


We were allowed a few of our own toys, all of which were kept in a cloth bag that was tied to each of our beds. These were the only diversions we had, whether they were dolls, coloring books, story books, or stuffed animals. I’m sure there were no xylophones or other noisy toys, or there would have been a cacophony.


One day, I dropped one of my toys, a little brown rubber dog, on the linoleum floor. “My doggie is on the floor!” I called out.


A nurse came quickly, partly to quiet the situation and partly because she thought I might have a physical problem. Well, to me it was a problem, for sure. I pointed my index finger at the toy on the floor, and the nurse—who seemed large to me, especially since my mother was so small—bent and picked it up. But instead of giving it to me, she dropped it in a large white canvas bag hanging on the wall across from my bed.


“No, it’s my toy, it’s not to throw away,” I said. “It’s MINE! I dropped it on the floor. I wanted you to get it for me.” It was impossible for me to get out of my high-barred crib, but I thought she misunderstood and needed me to explain this to her.


The powerful authority, in her tight crisp white uniform and pointy hat, answered, “No, you can’t have it anymore. Any toys dropped on the floor are put in that bag and we give them to orphan children.” And she walked away. That was that.


I was stunned. This was an alarming disappointment, and it felt unfair. I began to cry.


This incident did teach me to never drop my playthings upon the floor, but I have to say, I cannot imagine a more pitiful group of little kids—though perhaps none of us were orphaned— than a ward full of children suffering from polio. I remember this sometimes when I see a Toys for Tots campaign and hope no mean nurses take the donated toys from some hapless kids. I wonder if unknowing kind people donated the toys we played with and sometimes let slip from our tiny fingers, to be distributed to children “less fortunate than us.”


The next time my mother visited me, I asked her who “orphan children” were and pointed out that my toy was in that bag over there and was going to be given to them. When she explained that these were children with no mommy and daddy, I saw that their situation was quite sad and felt remorse not only for my error but for begrudging them my toy. This was my first memorable ethical or moral conflict: Was I a bad child? Was I a fortunate child?


I suppose it’s possible that there was concern for germs from any toys that had fallen upon the floor, but then why display them so painfully nearby and tell us they were going to be given to more deserving children—children who would appreciate them enough to learn more control over their hands? Who evidently grew up faster than we did? I read an account of another polio girl who said that when she left the hospital in which she was rehabilitated, her toys were burned to prevent contamination. But this was my toy; I was the only one who had touched it.


Our temperatures were taken daily. I thought at one point that this might have been a method used to determine whose virus might still be active and to keep us isolated. However, since I was never moved, I assume that the other children were not moved either, except to eventually to be released, so probably the temp-taking was general monitoring. In any case, if any of us had had any type of infection, it would have been noticed immediately.


Originally, I was given an oral thermometer. I managed it as well as any well-behaved three-year-old might. The nurse would stick it in my mouth under my tongue, walk away, and come back in a few minutes to remove it, and usually I lay there until she returned—but one day I kneeled in the crib and looked out to watch the procedure as it was administered to other kids, and the thermometer dropped out of my mouth and fell to the floor. This was followed by the loud clink of the glass breaking, the fascinating splattering of the silver mercury, and a flurry of consternation as the nurse rushed back to admonish me and clean up the mess. Forever after, I got a rectal thermometer—a humiliating experience, especially in a roomful of other people, and one I’d not had since I was a baby. (This was, of course, just a short time before, but seemed long in my past, a third of my life ago.) I cried and begged not to have to endure this “baby” method, but was denied my requests for the rest of my long months of internment, verbally reminded of my transgression and why I’d lost my big-girl privilege, until I stopped asking. (My mother did provide me the dignity of oral temperature readings when I left the hospital.)


A few times a week, we children would have a short segment of fun in warm Jacuzzi baths. The littlest of us who were able to sit up were placed three at a time in long, porcelain-finished or ivory-colored baked-enamel metal bath tubs, probably six or seven feet long by two feet wide and maybe two feet deep. They were stand-alone tubs, close to floor level, with a rounded edge at the top, not the kind where you could sit on the edge easily, and of course we had to be lifted in.


We loved being together in the tubs, splashing away, and I know none of us thought of it as therapy. It was a little bit of social playtime, in contrast to our usual existence there, never touching any other kids, separated by our cribs. It was fun—an opportunity to be warm and wet and silly together. These were the too-rare good times.


Another big event, which happened once in the six months, was that we were taken down the hall in a convoy of wheel-chairs to another room. It was darkened except for one end, which was well lit; I remember the floor having big dark green and white linoleum tiles. There were lots of white and dark green balloons all over the place, on the floor and all around— perhaps they’d released them from the ceiling to create a fun atmosphere. And guess who appeared? Clarabelle the Clown, of Howdy Doody TV fame! He went around the room honking his horns on his little communication box. You may remember that Clarabelle never spoke on TV, he just honked yes or no from the box at his waist. I remember nothing else about the hospital show except the subdued excitement of Clarabelle walking by me at somewhat close range, and the many balloons. Then it was over, and we were wheeled back to our cribs.


People who visit kids in hospitals are saints. Hopefully that’s what that famous singer, Howard Keel, was up to, and not only something suggested by his publicist.


In a picture of the old Ambassador Club after it was turned into the rehab facility, I saw the spacious, high-ceilinged room with the large-checkered floor I’d remembered, though portrayed in black-and-white photography. In the photo it appeared to be an adult dining room, with tables of varying sizes laid with white tablecloths, either left as it was previously or set up newly for staff or patient meals. It was amazing to see that photo sixty years later and have my memory confirmed, adding credence to my other memories.
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Me and my half-sister, LaVonne, around 1950.
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next steps in rehab


At some point in my hospital detention, we began physical therapy. This was Dr. Kabet’s remarkable restorative program. I don’t know if there were prerequisite signs that preceded candidacy, or if everyone got a trial crack at it. I started with a physical therapist exercising me for flexibility and strength. Without this therapy, I might have lost what limited, three-year-old strength I had. It involved my pushing my foot against an adult’s hand— powered from my newly weak knee and hip, since I’d lost all movement in my ankle—and having my limbs manipulated (for instance, having my legs moved as if I were on a bicycle).


My right leg was paralyzed below the knee (and still is), although the virus had affected me up to the musculature above my waist. My trunk on the right side is slightly smaller than the left, and I’m right-handed, so, you’d expect more muscle development on that side. I actually didn’t realize this was the case until I was somewhat mature and noticed that my right breast was a bit smaller than the left, and that the marked smallness of my right hip was somewhat reflected in that side of my back and rib cage. I don’t think anyone other than me would notice the trunk difference. The hip dissimilarity, however, is quite obvious. (As I grew, my hip and pelvis bones became elongated and deformed, in a natural attempt to compensate for the eventual two-inch length difference in my legs.) 


It was believed then that any potential paralysis recovery would take place in the first year, which has since been shown to be essentially true in my case and in most others. Those who contracted polio as adults or near adults were usually able to generate more strength from their rehab, and often were eventually able to do much of what a normal person could do, with more initial strength in their mature limbs. However, they have often been the ones, later in life, who experience first and earliest what is termed post-polio effects or syndrome—a condition indicative of deterioration of motor neurons—having pushed their weakened muscles and especially motor neurons beyond what they could sustain for a lifetime. Polio survivors of the mid-1900s pushed themselves because the consequences were not known. Today, in countries where younger people have experienced polio, doctors can advise them to manage their energy more effectively over their lifetime. Everyone’s neurons wear out eventually, to a greater or lesser degree, and for a polio patient, this often comes too soon.


[image: Images]


Defying the odds predicted at the onset of polio, eventually someone in charge at the Santa Monica facility decided that I could attempt to walk. I was outfitted with little half-crutches called “Kenny sticks,” named after Sister Elizabeth Kenny, an Australian unaccredited nurse who devoted her life to rehabilitation of polio patients and other disabled people. (Nurses in Christian hospitals in Australia were apparently addressed as “Sister”; she was not a nun.) Easter Seals provided most of the funding and training for my therapy, which amounted in 1951 to approximately $1,000—around $9,500 in 2017 dollars. I don’t know who paid for all the polio patients’ treatment—whether it was a public program to address the epidemic, whether my parents paid to have me there, or if the foundation donated the service. Although many think the March of Dimes paid for all polio treatment, they did not; they paid primarily for the inoculation program and for some treatment. Their policy was to ask people to pay what they could afford, and to never turn away any polio patient. The Kabet-Kaiser Institute was not, as far as I have been able to verify through my research, funded by The March of Dimes, nor was my treatment.
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The sticks did look like miniature crutches, with wing nuts allowing adjustment for the child’s height. They were cut off about halfway up the forearm, with a cuff made of heavy, khaki-colored cotton braid that looked like it had a former life as army cot bracing. Perhaps this was early recycling. I put my tiny hands through the cuffs to grasp the wooden handles and held on tight, having been told that the nice physical therapists were going to teach me to walk again.


In the physical therapy room, the smooth floor was laid out with painted or colored paper shoeprints, not much bigger than my own small feet, making the area look as if some invisible elf had just been through the hospital. (Today I think with gratitude of the conscientious person who cut out all my footprints.) Next to the footprints were little disks representing the place to put my Kenny stick tips. The left prints and disks were red, and the right ones, the polio side, were light powder blue. My sticks each had a grosgrain ribbon bow tied on, red for left, blue for right. I was to put forward my left foot and my right stick, cross-coordinated.


I didn’t have the concepts of left and right just yet, at three. I associated red with left and blue with right ever after, and probably because “left” meant strong to me, and was the foot I was taught to start out with consistently, I have always said “left and right” rather than “right and left,” as seems to be the norm with most people, who are of course right-handed and right-oriented, as I mostly am as well. So, red shoeprint and blue crutch disk were parallel with each other, and then, set out in exactly my own tiny gait distance, blue shoeprint and red crutch circle for the next step. My arms made up for the strength that was lacking in my right leg, and if I wanted to stand in one spot without falling over, I could spread the sticks out to the side and their rubber tips would grab the floor slightly and help me stand up.


I learned to walk in this way, one foot forward with opposite crutch, other foot with other opposite crutch, repeat, repeat, repeat, until I became a little four-legged creature who could move on her own. Freedom. I’ve always enjoyed watching dogs and cats walk, how they coordinate their four legs. I thought they walked as I did with crutches, but upon closer scrutiny, I learned that’s not true. A human using arm cuff crutches walks like no other animal. Some years ago, when one of the Star Wars movies came out, they had these monster metal robots with bendable legs in the back and straight sticks in the front, and the way they moved reminded me of how I walked with the Kenny sticks, and the way I walk now when I use my Lofstrand/Canadian arm cuff crutches.


Also essential was some bracing on my right leg, which was somewhat atrophied in comparison to my other leg. This is a state that became more pronounced throughout my growing years as the normal leg continued to reach for adulthood while the polio leg lagged behind. (By age twenty, my right leg was two inches shorter than, but also half the dimension of, my left, more normal, stronger leg.) Along with high-topped “baby” shoes to support my ankles, I wore a heavy metal brace that attached to the right shoe and had a lever on either side of the knee that pulled straight up in order for me to bend my knee whenever I wished to sit. I pinched my little fingers repeatedly in those levers, but I needed the brace in order to stand. When I walked, it was with a normal, slightly bent knee on one side and the braced leg rigid.


Under the brace, I wore a thing the doctors and rehab people called my “twister-resistor.” It was a gray cloth elasticized band about an inch and a half wide that had a thin red stripe down the middle. The band hooked onto the outside of my high-topped shoes near the toes, and crossed over to the inside of my calf and around the back of my leg to the outside of my thigh. (It may have attached to the top of the brace as well—I can’t quite remember.) This helped to keep my foot and knee oriented forward instead of tending to flop outward in a duck or “plié” position.


In 1998, after my mother had died, I found a letter that she had written to my father when I was learning to walk again. He was in northern California, looking for a home delivery milk route to buy, while I was in the hospital in Santa Monica in 1951. I believe he was doing this so we could get out of plague-ridden Los Angeles. Mother wrote to him that she’d been watching me with the therapists in my walking lessons from behind a window with one-way glass. After the lesson, she told the therapists that she thought they were not being strict enough with me.


“We find that Francine is a very sensitive child,” they told her. “She gets upset when she is reprimanded, and is discouraged by that type of instruction. However, when we encourage her, she is a model student and wants to do her best.”


My mother found that to be an odd philosophy and was very surprised that it worked, given what a strong-willed child she thought me to be.


I wish that I could have known about this anecdote throughout my childhood, in order to remind her of this insight when her own strict Swiss-German-English upbringing was repeatedly visited upon me, the resulting effect being essentially to alienate me from my mother and to confuse for many years my perception of what a mother’s love looked like. I wish I could have used the grown-up words, “Mama, that doesn’t work with me. It just makes me more upset, especially when you spank me.” Instead, all I could do was cry my heart out alone in my room and become resentful toward her.


Mama often told me that her dad would say that children should be seen and not heard, as an illustration of how much more liberal she was than her father, but also indicating that he may have been right. In the mornings, before I was school-aged, she held me on her lap, cigarette in hand, and sang to me and read me stories. She told me I’d call out in a singsong in the morning, “Maa-ma, come and wrap me up in the blue blaanket!”—an invitation to our morning cuddle. Mother loved babies on up through toddler age, but she felt older children needed to be shaped and disciplined or they’d become lawless, ill-mannered heathens. Judging from families I’ve seen in supermarkets, she may have been correct, but I’d rather have had a longer leash.
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In my twenties, in the 1970s, I knew a lovely ceramicist who was a friend of a friend. I visited her shortly after my affectionate young cat, Shalimar, whom I’d saved in a rainstorm on Hallowe’en when she was only five weeks old, had died of leukemia. The next time I saw her, she gave me a stylized little porcelain figurine of Shalimar and me cuddled up together. On one of those visits, her little daughter had a tantrum about something that she was told not to do; my acquaintance was firm in her “no,” and the child ran to her room in tears. The mother looked at my girlfriend and me and quipped, “Put another quarter in the therapy jar,” and we went on with the conversation. I was impressed that she actually considered herself in any way responsible for her child’s mental health or the development of her psyche. My mom made the very least transgression (like looking in her purse) seem like a major one. Her methodology did keep me in line, but the cost was our intimacy.


[image: Images]


My mother came to the rehab facility each day to visit me for an hour or so, and sometimes she would take me out to the beach behind the old building. Once enjoyed by the Ambassador Club and Edgewater Beach Hotel patrons, it was now used by a very few members of the public who either did not know that the building was full of polio patients or were not deterred by fear of contagion as some might have been.


We would go down in the elevator and make our way around the building to the beach on the west. I would be in the Taylor Tot push cart. Mama would bend down and hand me a saltshaker, large in my tiny hands.


“Okay, when we get near a bird, shake the salt on its tail. It won’t be able to fly, and we might be able to catch one.”


Off we’d go, wheeling along the lawn or the edge of the sand where it was firm enough for the Taylor Tot, and Mama would run, pushing me from behind. We were racing!


We’d get near a bird, and it would take off.


“Oh, we missed that one. Let’s try another one!”


“Okay! Look, more birds, there, Mama! Let’s go!” I’d point with one hand and grip the saltshaker in the other.


We’d take off again and run after another bird. Of course, the birds flew away as soon as we got within six feet of them— our charging cart and the squealing little human in it were audible from yards away—but I never caught on to that and always was excited by this escape from institutional life.


I have to hand it to my mom; the bird catching game was pretty clever. Those jaunts were one of my few joys in those six months, along with the Jacuzzi baths, the one visit from Clarabelle, and the weekends spent at my parents’ apartment.


I don’t remember much about what we did on the weekends, except that then I got to see Daddy, with whom I was always quite close, and whom I missed dearly during my “work week.” Mother told me later in life that after I was born, he paid more attention to me than he did to her, which I’m sure was very hard for her and must have added to the difficulties in our relationship. She said I’d follow him around in my diaper, during that short twenty-three months when I could walk, and he’d be in his BVDs or Fruit of the Looms, and our body types were so similar that I looked “like a little Bob” from the back. When he was attempting to fit our screen door in Los Angeles, he swore, “Ye gods!” and I swore back, “Ye gods, Daddy, the door doesn’t fit!” My mother told him he’d better watch his language. (They’d have a fit if they heard me these days.)


I remember being in my crib at the apartment and him coming in to the tiny bedroom, leaning over the rail and talking to me, sometimes unable to resist teasing me. My mother said I would stick out my lower teeth at him like a little bulldog when he made me irritated, and he’d make the same face back at me, which would further incense me, and she’d chastise him for it.


I hated to go back to the hospital on Sunday nights.
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It took decades for me to fully appreciate the value of what those dedicated, innovative rehab people did with me in therapy, or the time and emotional commitment doing the therapy must have been for my mother. I was a three-year-old simply doing what I was told to do, and in my future childhood years, I just got up, put on the brace, grabbed my sticks, and was out the door, trying my best to be a normal kid. I didn’t know then that I had initially been slated to spend my life sitting down, dependent on others to care for me, so gratitude for this gift of mobility didn’t occur to me at the time. Appreciation of my “good fortune,” that of being able to stand and walk, did not come until young adulthood.


But I also don’t remember feeling particularly sorry for myself in my disability at age three, or even comparing myself to normal children. I felt very sad at being confined in the hospital for so long, not being able to play anymore (except in the bathtub or with my mama and the birds on the beach), and not seeing my parents, my old playmates, or anyone else I knew. I reached a somewhat depressed resignation, relieved by those interspersed moments of freedom. I may have cried out of loneliness, but I don’t remember that. I just remember accepting the days of monotony and wishing every hour of every day that I could get out of there. After a few months, it seemed that there would never be any other life for me. I felt it was endless, and as if the fun part of life was over.
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