


Chapter 1

COMMITTED

Weeds grew wherever I was pitied.
Understaters utter I’m no one.
I’m broken, moldy bread, throwaway trash, great leper.
Worthless, I fear institutions as more and more tests pour keys locking me in.
My youth is ruptured, and tears fall that others can’t read.

––––––––


{PERSONAL JOURNAL: MAY 31, 1996}

Seven days, no sleep.

In perpetual motion: eyes darting, opening and closing drawers/doors, folding and refolding towels, lining items up, rearranging furniture/household items, flushing toilet, picking up phone.

Violent incidents of hitting at school and home.

Chewing on a washcloth she twists in her mouth until sop-ping wet.

Attempting to eat items on floor or outside: dirt, sticks, trash.

Extreme emotions—from laughter to screaming to moaning.

Expressions of anxiety: tongue darting, teeth grinding (loud enough to be heard two rooms away), difficulty swallowing.

She cannot be left alone, nor is she capable of being in public places.

Spitting out food/drink. Peyton has lost twenty-five pounds.Pat drives as I clutch Peyton’s seat-belt latch to keep our twenty-one-year-old daughter from jumping out onto the freeway. We are trekking to the hospital to meet yet another referral, a Dr. Porter, who is said to be skilled with challenging cases. This past week has come upon us like a plague. No sleep, increasingly difficult behaviors, and no ideas from doctors on medicines that might help. In the space of one week, we have consulted four doctors, and Peyton’s lead physician, Dr. Tabler, has surrendered his relationship, forced to admit he is completely stumped by her challenges, which include her being mute for the last decade.

Our family is worse than a train wreck; it’s more like a subway wreck. Everything seems reasonably normal on the surface, but belowground all the wheels have come off and we are upside down. In our attempts not to burden our son with specifics, do our phone conversations, assuring him that Things are going okay, make his heart ache more for the sweet sister of his memory? During his homecomings, he sees her smile only when they swim in interactive synchronization, like two sibling dolphins in our black-bottomed pool.

Pat and I live in fear of Peyton’s insomnia episodes, which have appeared with predictable unpredictability for the past thirteen years. Nights become marathons with no relief at the finish line—dawn. Then the day hits with its “behaviors,” and me always observing, studying, charting—certain that if I analyze Peyton enough, the key will be discovered to her loss of language and bodily control over the past decade. For now, the key remains hidden from me as well as our team of physicians, each of whom I keep closely informed via handwritten daily data sheets I deliver prior to each appointment.

As we fly down Highway 8, I look at my daughter’s eyes, now sunken with dark shadows beneath them, like streaks of mud, and I think back to one endless night when she was twelve. Deeply slumbering after a day of challenging behaviors (and with Pat out of town), I awoke to a noise on the floor by my bed, a high-pitched giggle bordering on hysterical. Startled, I jumped up and turned on the light. Peyton was tearing pages out of a book she had brought in from her room. She was naked, but I could barely see her.

Then I was jolted fully awake by the unthinkable sight and smell: Peyton was almost entirely covered with her own feces, her arms and chest and legs smeared with it, her hands caked in it, and her hair and face—where was her face? The poop was like finger paint she had covered herself with, and I could see only her eyes peeping out from behind the brown stains. Deposits of it filled her ears, nose, even her mouth, where it encrusted her teeth. The fact that Peyton had been awake for a significant while was confirmed on our way to the bathroom as I observed Peyton’s room in total disarray: all dolls off their shelves and streaked with poop, all books off the shelves, some torn, every one of them soiled with feces. The cleanup required frantic teeth brushing, shower, bath, hair wash, second shower, clean pajamas, then attempts to strip the bedding and move the books till they, along with the walls, could be wiped with Lysol, and the carpet scrubbed.

There had been occasional daytime incidents of smearing if I did not monitor her when she went to the bathroom. But this shocked me to the core. I was not angry, only silent in my sadness. Why would Peyton do this? I told only Pat and my mother, declaring that this must not happen again. But it did. Many times. Until finally I sewed one-piece pajamas that zipped up the back and buttoned over the zipper so I could lock Peyton into them. We then had a carpenter install doors on all the cabinets to lock up the movables at night. Eventually, I realized I needed to sleep with Peyton—locking us in her room—and train myself to sleep lightly.

My youth had harshness that porpoised me in sopping whirlpools of insanity.
It fears me that I’m insane, and mysteries of my fears only I will ever know.
Yowls of my heart hold no options to be heard.

During the days when Peyton goes off to school, I try to get some rest, unless they call to say she must be picked up because of her latest behavior, like darting out of class into the parking lot at lightning speed. Because of her age, Peyton will soon “expire” from the school district. At the age of twenty-two, special-education students are no longer eligible to remain in the California public school system. In my imagination, I can see the district administrators chilling a bottle of champagne in their fridge at the central office, longing for the day when Peyton is farmed out, outsourced, so they can pop the cork on the Korbel and celebrate ridding themselves of yet another thorn in their side, this one named Peyton.

My daughter had several teachers early on who sought to understand her “atypical” behavior (which was unusual even in the disability realm), proving she could learn and progress. But as she got older and the costs of being different weighed heavier and heavier, she ran out of caring teachers. Busy keeping our failing restaurant afloat, Pat is able to spend only pockets of time with her on weekends, often with outcomes that amaze me (like, “She did okay.”).

Any hope of respite is nil. Who can babysit? Only a few relatives, mostly my mother, in light of the feces-smearing. And less and less do I want to walk in both worlds. It is easier to stay home. Surely, no one else would—could—do what I do. The only option is a rush to find the answer, the cure, before we become unable to continue. In the meantime, we make accommodations, like the custom pj’s and putting locks on all the doors. Between Peyton’s bed and the street there are four locks, three of which are keyed dead bolts, one with no key left in it, and one spring lock she is not able to release. She is never behind a locked door by herself, of course (no telling what we would find if she were left alone), but these precautions are necessary, as Peyton has run off before, broken away, darted out the door directly into the street, putting me into chase mode, both of us narrowly missing cars.

So now moving toward the street requires traversing a lock system comparable to the Panama Canal. Then outside there is the white picket fence, itself with latches, as a last line of defense. When Peyton walks to the car, I grip her hand firmly. These Band-Aid-type remedies have helped to keep Peyton alive and the bizarre in check. Yet I never know how to ask the real question—What is her behavior saying? I can only wonder what’s next. I conceal the feces-smearing from Peyton’s neurologist, the caring Dr. Tabler. Am I ashamed, or is it simply unbearable to speak about this to people who have no idea what my life is truly like?

Queer is equated to fear and pity. It should = love.

“Do you have Peyton’s last EEG?” I ask Pat, who is nervously whistling his favorite Beach Boys tune behind the wheel.

“Relax, Dianne,” he says, humming. “We’ve heard good things about Dr. Porter. Dr. Tabler gives him two thumbs up,” he replies in his perpetual happy tone, annoying at times like this. We continue flying down the highway.
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Several times during Peyton’s recent bouts of insomnia, Dr. Tabler has ordered a twenty-four-hour ambulatory EEG—ambulatory being the key word here. For at least twenty of the twenty-four hours, Peyton never stopped ambulating, with random pacing, clapping, jumping, and pushing that filled nearly every hour of the day and night, and brought her the wild, hollow look of a psychotic. This means that after three or four days of absolutely no sleep, we would go to Children’s Hospital to get our daughter hooked up to electrodes, the wires of which connected to a monitor a little larger than a Walkman, which had to remain close to the body. Up to sixteen wired electrodes were glued to Peyton’s ever-moving head. Then her head was wrapped in gauze, mummy fashion, to keep the electrodes secure. Like a magician whose hands are faster than the eye, I worked constantly to keep the electrodes in place and the monitor from disconnecting as Peyton and I were Velcroed together in an endless night of sleeplessness. This kind of assignment—being tethered to a whirling dervish—is something that I approached with resolute vigilance. If Peyton reclined on the bed or slept for a few minutes, I would sit at her head, turning and readjusting the wires each time she moved. Then, after each twenty-four-hour EEG, we would reenter Children’s Hospital, and I would say a prayer that The Answer would be revealed in a complete electrical assessment.

But the answer never came.

Dr. Tabler has prescribed various drugs to help Peyton with sleep, but none have worked, no matter the dosage. I’m being treated for heart palpitations, and both Pat and I have been on anxiety medication for the past three years. (Does it even help anymore, I wonder, as we hold each other tight, taking turns comforting each other, one of us regularly giving way to sobs?) After this past week, another week without sleep, Peyton’s behaviors have begun to spiral out of control. A great uncontrollable force has risen up from somewhere inside her. It can and does inflict injury (or is it punishment?), and it terrifies all, even the inflictor, based on the frightened look in her eyes.

In the past, we had to watch Peyton to protect her safety; now we have to protect all those she comes into contact with—the innocent and not-so-innocent, though we do not yet know there is a difference. Cleaning up poop pales in comparison. The strength that inhabits this five-foot-seven, 150-pound, 21-year-old body equals my own at 51 years of age. I sometimes see an outburst coming and step in to foil its force, but mostly I am blindsided by its brutal approach. There is no Weather Channel to tune to for predictions, intensity of the wind, or where the hurricane will strike. There have been several incidents at school this year where Peyton became aggressive and lunged at her longtime aide, knocking her to the ground.

These storms are manifesting themselves at a particularly trying time in our lives—and not just because Peyton will soon “age out” of the school system. Pat is also struggling to keep his restaurant, Fiddler’s Green, afloat. This is the place we had opened, imagining that Peyton could work there once she had left school, filling salt and pepper shakers and folding napkins. While I take over the bookkeeping during the days Peyton attends school, Pat works eighty hours a week. Sinking deeper into debt each month, we have finally put our home of twelve years on the market. Will we make it? Will we be fortunate enough to stay healthy until (hopefully) our son Patrick can oversee caregivers for Peyton? Will we be able to leave him with enough money to keep her out of an institution? And what kind of burden will this be for him someday?

The heaviness is unrelenting. We avoid discussing the future with Patrick. I push it out of my mind with full-time, keep-busy trying. No time to physically rest is actually a useful survival strategy for me, keeping the fears at bay. I pray for the strength to be able to continue forever.

Despite the introduction of a nightly sleeping pill, Peyton’s sleepless nights have continued, filled with constant obsessive-compulsive activity—cleaning, moving, stacking, picking up crumbs and putting them in her mouth, tongue twisting. And during the day she is not able to sit still to eat. In the past few months, Peyton has lost twenty-five pounds. Her intake of calories is far below her expenditure. Is she starving herself? I wonder. My mother (Peyton’s devoted “Gam”) and I take turns following Peyton around the house, putting bites of food in her mouth when we can. Avocados keep her alive. Friends drop sacks of them at our door.

There has not been one minute of sleep for Peyton in the past seven days. After spending the last six nights rearranging the few remaining movable objects in her room, Peyton was dismissed early yesterday for yowling in the school auditorium, where all of the students had gathered for a “Just Say No” presentation. Gam came over earlier than usual because of this.

A petite bundle of energy with a warm Virginia drawl, Gam worked as personnel director for various Broadway department stores in San Diego before retiring in 1985. She and Pops live just a few minutes away, and she has always been Peyton’s other mother. With Gam there yesterday, I attempted to relinquish my worry about Peyton’s wanderings in the house as I worked on Fiddler’s payroll deadline, figuring out how to borrow from Peter to pay Paul … and Mark … and Luke. My memory shifted for a millisecond while I worked, to all the hours Peyton and Gam had spent together when Peyton was a toddler, playing dolls and having tea parties. My outgoing, joy-filled little lady would always sip the imaginary tea poured by Gam and gently cradle and coo to her dolls as if they were her own babies. (At that age, she could still speak, though her words were often unintelligible.) I wondered if Peyton remembered.

From my desk I could see Peyton darting impulsively about the house, unable to slow down and concentrate on one of the hundred puzzles she has put together so many times. Each room downstairs has an inviting, down-filled couch where Peyton always settles when she can bring herself to “nest.” But she had not stopped at a couch in days. She could not bring herself to sit down, except occasionally on the floor to pick up a speck of anything and put it in her mouth.

People who feel like trash, eat trash.

Tapping numbers into my calculator, I could hear Peyton fidgeting with the kitchen drawers—open, close, open, close—rearranging the cookbooks for the umpteenth time, moving to the laundry area and folding and refolding the same hand towel, moving and centering the dining-room chairs several times, approaching the trash can under the sink (I listened to make sure she was not throwing away the car keys again). The next minute she was in the bathroom, flushing the toilet, continuously pushing the handle as Gam checked her watch and said it was time for Peyton to go to the bathroom. Peyton tried but could not, so the Depends got pulled back up until the next try, or changing. Peyton picked up and hung up the phone in the kitchen, moving not in a steady flow but impulsively rushing to each activity, sometimes tripping on something she had left on the floor, imprinting yet another bruise on her shins.

Peyton then moved toward the built-in teak television cabinet and emptied one shelf full of videos, stacking them on the carpet. Gam knew better than to touch the pile of videos, as it does not take much to provoke Peyton’s wailing—fearful and painful all at once, like the cry of a prisoner held in solitary confinement. Gam cut up a large avocado, salted it, buried the midday pills in several slices, and snuck mouthfuls into Peyton during her frenzied scurrying. Peyton then began a jumping-jack routine in front of the TV, flapping her arms, clapping her dry, calloused hands, and giggling a strangely hollow laugh that bordered on crying. I did not have to be near her to know her body was hot and clammy and her heart was beating fast.

Meanwhile, five-foot-two, 110-pound Gam rested the lunch bowl on top of the cabinet and turned her head to let me know Peyton had almost finished the entire avocado. I looked up to say Good job, in time to see Peyton lunge at Gam with the full force of her extended arms, leveling Gam, who was thrown backward, her head striking the glass TV screen. I rushed to my seventy-three-year-old mother, who was seeing stars but assured me she was okay, just needing to rest a few minutes before trying to get up. I joined her on the floor and we looked up at Peyton, neither of us angry. Something unspoken in both of us sensed she could not control the rage. I held my mother close, and we both cried tears for the tired, tired threesome we were.
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Today, Pat is driving three exhausted, don’t-know-if-we-can-keep-going, please-somebody-help-us zombies to meet with Dr. Porter at St. Catharine’s Psychiatric Hospital. Our weary but hopeful group pulls into the parking lot, and Pat helps Peyton out of the trusty red Volvo sedan that has seen its way to countless such appointments. From the fog-laden parking lot, we enter the hospital’s tunnel-like hallway, lined with white padded chairs.

While I sit down to consult with the doctor, Pat and Peyton pace the halls to satisfy her need for continual movement. It’s a dance I’ve seen them do a thousand times, his arm around her waist, hers encircling his neck—a stroll-step resembling a slow three-legged race.

Walks I need because it is scary to stand still.
Standing still is washed in fears.
It eases me if I’m nested by your momentum.
The whirlpool under me, in me, best operates together.

As I speak with Dr. Porter, I can see Peyton through the window attempting to pick up the cigarette butts calling to her from the concrete floor. When she and Pat pause, she jumps, clapping her hands until the calluses split and bleed. Crying out, she thrusts her fingers into her mouth up to the second knuckle. As the saliva drools down her chin, Pat gently scoops it up with his forefinger before it drops onto her blue bib overalls, a daily uniform worn to prevent her from putting her hands down her pants in public. Hearing the yelling, Dr. Porter turns around to observe Peyton, and I notice an alarmed woman pulling her child by the arm to sit on the other side of the room.

There I was, awers staring at me, ethers in their pupils horrified that I was queerly bred.
There I’m to be tied, fitted in a straitjacket.
There I’m to bleed hot, alone.

For a full thirty minutes I share the documented demise of Peyton in my most concise but comprehensive version. Over the years, we have watched our daughter gradually lose control of her own body. Though her medications have increased, her behaviors and prognoses have only gotten worse. There in the dimly lit conference room off the entry, as we occupy two of the perhaps twenty chairs, I want to believe we have reached Oz after a long and perilous journey. Is he the wizard others have promised?

Dr. Porter asks several questions but lets me continue. I am finally silenced when Pat peeks in with Peyton, letting me know what I already knew: It is getting increasingly difficult to control her. Then Dr. Porter says what no one is expecting: “I strongly recommend that you admit Peyton into the hospital for observation and treatment.”

I’m standing in St. Catharine’s to be imprisonered. Rest I pray for.
Under my heart is a greed to die.
Ready I am to go to my Creator.
He loudly loves my vast values.
I’m red. Pity envelops my greedy self.
Gyres rest never. I’m greedy to greet rest.

Peyton has been hospitalized twice before: at age twelve, for a week following a seizure, and at age eighteen, for a week at the UCLA seizure clinic. In both cases, one or both of us were with her at all times, sleeping in a chair next to her, reviewing the meds given, working with the staff in support of Peyton.

When Dr. Porter suggests that Peyton be hospitalized again, I am surprised, but then honestly open to the suggestion as a possible way to solve the mystery. The doctor looks Peyton up and down for several seconds as she hops and claps in the hallway, making a low, guttural sound. His eyes narrow and he nods, saying, “We’ll be able to do a complete workup on her; she’ll be very comfortable, I assure you.”

Ogres feed my red fears.
Each Ogre threatens that I’m a weed.
The stares of the understaters are daggers that wap me.
They are rearers of insanity in their stares.
Ready I am to date death with my sweet, sassy kiss.

The bright fluorescent lights in the admittance office fore-shadow the awakening my system is about to receive. It is nearly 5:00 p.m. now. Conditions of the stay fly at us, each new awareness ringing an alarm that Pat and I try to negotiate. “This is an adult psychiatric hospital. Peyton is twenty-one. No parents are allowed except for limited visits,” Dr. Porter announces. But I know Peyton to be childlike in her need to be supported and protected. I deafen myself to my rising heartbeat so that my head can work. “Peyton will be looked in on every fifteen minutes or so, like a suicide watch,” he says.

“We never leave her alone,” I protest. “She will be in danger of hurting herself.”

“No parents,” he insists.

“How will she be able to communicate in ways you might be able to understand?” I ask, all reasoning now off on tangents. “Maybe her aide could stay with her?” I suggest, still not certain I would be able to live with that. What about supplies? We had packed no bag, no Depends, no flip cards of plasticized photos to help satisfy her never-ending hand movements. Time is ticking faster as Pat tries to contain a fully moving Peyton confined in a small space. One admittance person calls the insurance company for preapproval before they close for the day. Another asks if we have a conservatorship (a court order granting us legal control over her care). This is something we had heard of but never pursued. I say no, asking what that means for today.

“It means you must assign to us all rights to treat Peyton, for the next three days. You will have no say during that time regarding her treatment,” explains the administrator. My thoughts have now reached warp speed as I hear someone say, “Your insurance company is closed for the day.”

Money is no obstacle here, but suddenly I think that maybe this is a sign. Then, I hear words from Pat’s heart as words of purest reason: “We can do what’s needed. Let’s take her home.”

We have no plan on where to turn next. No doctor to call tonight if events take a nastier turn. There are no more forks in the road; the known road has ended. But like Scarlett O’Hara, I think, “We’ll worry about that tomorrow.” When we arrive home, I give Peyton ten milligrams of Ambien, a drug that has never worked before. Within minutes, she crumples into bed and sleeps for the rest of the night.









Chapter 2

RETARDED

I try to err not.
Year after year my motor madness punishes both you and me.
Each day I try to do it your way. Gyred tread tires.
What you ask, I retriever cannot do.

––––––––


February 28, 1980

Center City Hospital

San Diego




GODDARD, PEYTON PROGRESS REPORT


This is a five-year-old white female referred by Annemarie Stephens of speech pathology for evaluation of speech and motor delays. Her early development in terms of sitting and walking were normal. Her speech, however, was delayed, and she did not speak until after two. She has great difficulty speaking and answering questions. She cannot hop or skip, and she can barely jump. She has difficulty following commands.

Behavior was extremely infantile and she kept her fingers in her mouth most of the time. She does not speak very much, and when she does it is usually in single words. These are largely nonunderstandable.

Impressions:

Severe speech and language delay as well as motor problems, with probable intellectual function in the mild to moderately retarded range.

—Bernadette L. Ebner, MD
Assistant Professor of Neurology and Pediatrics
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Even long before I was a mother, a diagnosis of mental retardation seemed to me a fate worse than any incurable disease for a child. When I was growing up in the fifties, children with this “retarded” label were not around, having been sent away by their families most likely on the recommendation of doctors, and I was silently troubled by the few cases I heard about. How would it be if my mother and I could not be together, to talk and to love each other? Retarded. The word pained me more than any other, including, even, death.
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It begins with small nagging concerns. I find it curious that baby Peyton turns her head when hearing her name one day and not the next, one minute and not the next. Can she hear? I collect bells of various sizes, including a Waterford crystal bell, a golf-ball-size Christmas jingle bell, and a miniature Liberty Bell. Several times a day I sneak up on Peyton and ring a bell as she plays with her dolls on the floor. I am one minute sure my daughter hears just fine, and the next bell ringing, convinced that she must be deaf. My eyes become more eagle-like as I carry out experiments, score the results in notebooks, and deduce that the only thing predictable in Peyton’s actions is unpredictability.
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Pat and I live bayside in the picturesque San Diego village of Point Loma, with our sailboat Blest tied off in front on a private dock. Our modest Cape Cod wears Pacific blue shutters against the gray shiplap wood siding, a silhouette of a sailboat cut into each shutter. Later come the Jacuzzi and the 60-by-12-foot pool, shallow enough to aqua-exercise and deep enough to swim laps, always heated to an inviting 78 degrees.

Pat is executive vice president of the Chart House restaurant chain. He gained his consummate people skills exploring the panoramas of the world. He has surfed its oceans (aquamarine, like his eyes) off many continents. Medium build and muscular, he is a classic, good-looking Southern California guy, far too delighted with living to be called ruggedly handsome. Streaks of blond shine in his hair, and his infectious humor always begins with laughing at himself, his smile lines becoming the first wrinkles in his year-round tanned face. He is close friend to congressman and carpenter, doctor and dishwasher (the latter, his first job for the company he loves).

Prior to expanding our family, I had taught second graders in an elementary school across town. I have my sorority activities, am a member of the San Diego Junior League, and volunteer for a charity assisting abused and neglected children. In my favorite courtship story, Pat says he first noticed me out of a hundred others in a large English class during our student days at San Diego State. Sitting one row behind me, he glanced down at my neat handwriting that flowed effortlessly across my notebook. I was wearing a madras headscarf, a crisp, white collared blouse, and a thin, yellow sweater tied loosely over my shoulders. He tells people that he first noticed my flowing, dark hair and long legs, which, according to him, would complement any bathing suit he could possibly conjure up. After class, I noticed him pretending to organize his backpack while I talked to my friend Deana, but he didn’t even say hello. The next time I saw him was that same weekend when I came to the Chart House with a date, and he was our waiter. Two months later we were engaged.

I paid for the wedding bands (I did not want an engagement ring), and we thriftily married at 2:00 p.m. on July 1, 1967, with champagne, cake, mints, and nuts—all of which took my father (who was between jobs at the time) a full year to pay off. We honeymooned in St. Thomas on Pat’s Visa after one night at the Hotel del Coronado. It was my third airline flight ever. When we were descending at midnight into San Juan, Puerto Rico, Pat pulled out a paperback entitled The Caribbean on $5 a Day and began perusing for hotels. “Don’t we have reservations?” I gasped. We ended up in the Old City, not the newer-hoteled Condado area, and a man with needle marks on his arms took us to our room. Pat put chairs in front of the door, but the stars in my eyes covered my fears, and I figured I was in for an adventure. I figured right.

Over the years we have come to feel somewhat important in our community, and we are satisfied—even impressed—with the number of Christmas cards we send and receive. In 1970 we became the proud parents of Patrick Jr., followed by sister Peyton four years later, on December 26, 1974. Peyton, contrary to what we expected for decades, would relish her birth date because it respectfully follows that of baby Jesus.
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They look like siblings, Patrick and Peyton. They share the same genetics, the same nine-pound, ten-ounce birth weight, and the same sandy hair color and fair complexion, but it is their eyes that are exact replicas—like travertine marble with a spot of ever-changing green. I remember our drive home from Mercy Hospital, with Patrick hanging over the front seat, talking continuously to his new sister as he grasped her tiny hand. It is his turn to hold her once we enter the house, me ever-watchful, but he not needing safety reminders as he gently cradles the warm, fleshy package swaddled in a striped hospital blanket.

Patrick relishes playing with her, climbing into her crib, crawling around with her on the speckled shag carpet, searching out loose Lego pieces so she won’t swallow them, showing her his GI Joe and Luke Skywalker, keeping careful watch over her in the yard, as she has a habit of climbing to the top of the toddler slide and getting stuck. When I am out of the house for a few hours, he responds to Peyton’s cries promptly, whispering to her, “It’s okay, Peytie, Brovie loves you,” and urging Gam to feed her right away (“C’mon, Gam. You have boobs too!”). He gets rightfully perturbed when she invades his room, destroying the city of block towers he spent an hour building, or the hundred-piece puzzle he just assembled. But mostly he becomes her protector, and when the inevitable accidents occur, he hovers with empathy and helpfulness until he knows she is okay, like the time when she was five months old and tugged on a tablecloth at the San Diego Yacht Club, and her dad’s hot soup spilled on her leg. The burn required a family trip to the emergency room, with Patrick again hanging over the front seat to offer comfort, and me almost requiring a dose of the Demerol given to Peyton to regain my composure.
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On a warm September day, nine-month-old Peyton and I are in the yard as Patrick plays in the red, wooden sandbox his handy Pops built. I pick Peyton up off the grass that is shaded by a tall eucalyptus and stroll toward our friendly neighbor, Minton, still handsome at seventy-three. He looks into Peyton’s eyes and waves to Patrick, swinging now on the tire that hangs from our prolific persimmon tree. We talk about this, our favorite month in Point Loma, and how Pat is doing on his latest Chart House project as I hear Minton’s wife, Evelyn, playing a waltz on the grand piano in their large living room.

My conversation with Minton is so sweet, and baby Peyton participates with the smiles she gives to Minton like kisses she desires to share. He tells her how charming she looks in her peach-flowered sunsuit and matching bonnet. Then he, a family physician for half a century, turns to me and says, “You know, Dianne, this child smiles more than any other child I have ever known.” And I realize it is the gospel truth. Peyton is always smiling: She smiled as I nursed her at my breast for eight months; she smiles with her baby dolls and books; smiles with her brother; smiled as she first crawled toward our loving arms. Glee. Delight. It is as if she has come to us from a place of joy.

Later that evening, as I prepare our dinner, I spy with envy this classic couple eating at their kitchen table, the center of which holds roses Minton picked today from his Monet-like garden in a cut-glass vase that was one of their wedding presents decades ago. A lit candle in a low silver candlestick graces the table near Evelyn, and a small 1950s tensor lamp sits on his side. I smile and think, No wonder theirs is wedded bliss; they will probably live to be a hundred. That they will bury two of their three children is a fact I do not know on this day.


In my room I rely on hearing my mother’s healing “Hello.”
In my joy she lifts me.
“You are my sweet girl. You rest in my heart perfect.
You retop my dawns in joy.”
By her lulling, I’m a kitten wedded to esteem. I pot pleasure in her.
Yell I, “Try I will try to please you.”

As much as I love Peyton’s smile, I confess that to my measuring eye, it also means I get to check off another milestone on the Denver Scale. The Denver Developmental Scale, with its blue graphing of milestones, is never far from reach for easy reference. It becomes threadbare, torn at the folds, and covered with my DNA and my aches as Peyton’s early developments, which are right on time (smiles, turns over, crawls, walks), are followed by undeniable delays and nonachievements as tasks become more complex (points to one named body part, throws ball overhand, imitates speech sounds, washes and dries hands, imitates vertical line). The weight of my worry steadily increases and receives confirmation of its worthiness in evaluations and doctors’ opinions galore, and in my own notebooks of evidence, irrefutable in black and blue ink. Only decades later do I realize the strangeness of measuring a person on a scorecard, forgetting the soul.

My mother’s sadness dazzled me in weeds of pity.
Hungry, tired looks hide my young wonderings why her sadness is oiled by tyranny me.
Sweet Dad by journeys returning breasted her joy.
Her son was joy.
Best friends made her laugh.
I’m waster of her joy.
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It is Peyton’s first Christmas, and tomorrow will be her first birthday, so she is about to have a two-day crash course in opening presents as we follow her speeding brother into the living room to see if the cookies left out last night were eaten by Santa. Pat carries Peyton on his shoulders, dressed in red Carter pajamas that snap around the waist, accessorized with a red-and-white-gingham bib tied under her chin to catch her ever-present drooling. I watch Peyton’s eyes light up as she surveys the wrapped boxes of unknown contents and the larger toys that Santa has left unwrapped and on display.

Pat puts her down on the shag carpet she navigates so well by crawling. Before diving into his own gifts, five-year-old Patrick steers her, saying, “Look, Peytie, Santa brought these toys for you,” making sure she’s headed in the right direction. Of all the pickings, she immediately eyes one meant for her and makes a beeline for it. It is love at first sight as Peyton meets Puddin’, her first almost-like-a-real-child, blue-eyed, blinking, blonde, crying, fourteen-inch Madame Alexander baby doll. Their immediate connection is magical as Peyton, her mouth open in amazement, picks up the doll and surveys her perfect form and shiny blue irises. I watch Peyton stare deep into Puddin’s pupils.

“She is your baby, just as you are mine,” I whisper. “You will love her and take care of her, as I do you.” And I observe with hope my precious Peyton, pushing Puddin’ in the wooden stroller all morning. They are to become constant companions during the next year, as Peyton dresses and diapers her, wipes her chin, feeds her, hugs her, and puts her to bed with caring commitment.

In the years to come I search relentlessly for Madame Alexander dolls with the hunger of a collector, because I have found another toy (besides puzzles and books) that Peyton enjoys. Toys that involve pushing buttons or twisting knobs frustrate Peyton, break, or are abandoned by hands that are unable to purposely point, push, or turn the right key. Yet strangely, this little girl can put socks and shoes on her dolls, comb their hair, feed them with a spoon, and wrap them in a blanket. Pac-Man she seems unable to figure out. But Pussycat, Huggums, and Victoria (and later, Barbies, in all their plastic finery) she mothers in the loving tradition of all little girls.

In each bought blue box of dolls, I’m a mother telling them, “I will mother you with pity never. You fill me with great joy.”

At Peyton’s one-year well-baby checkup, I tell Dr. Chapman about Peyton’s lack of babbling and my concern about her appearing deaf at times, and he orders a hearing impedance test. Peyton and I spend the day of New Year’s Eve at the doctor’s, she giving “the impression of a child with mild to moderate sensory-neural hearing loss,” and me scheduling the recommended brain-stem audiometry testing for two weeks later.

By eighteen months Peyton has a vocabulary of a few meaningful words—Daddy, bye, meow, bowwow—but she sometimes repeats these words over and over, even with no apparent stimulus, something the doctors call perseveration. Back to Children’s Hospital we go on Halloween, for a speech evaluation to investigate her verbalizing inconsistencies. Peyton is one year and ten months, and I am at the beginning of my quest to get confirmation from anyone I can that Peyton is okay.

The report from the speech pathologist states, “We were able to confirm that Peyton’s nonlanguage skills were at age level.” Of course, this is based on my own reporting, maybe even my purposeful exaggeration of the consistency of Peyton’s other skills in hopes of tilting the evaluation to say what I am longing for it to say. Peyton soon begins speech therapy twice a week.

I rationalize my way through mountains of worry-making partly because Pat is always so strong. And yet Pat’s lack of worry makes me worry even more, as if I need to take over all the worrying since my foolishly optimistic husband is not going to do his share. Years later we will learn that Peyton compares us to that famous duo Ernie and Bert: Pat, full of boundless, positive energy, like Ernie, and me, obsessing about the details of the day, just like Bert.

He was my dapper dad.
He lowered me never to less.
Am I a reason for Bert’s tears or Ernie’s hurrah?

Where others see motor delays and deficiencies, Pat sees only his cute-as-a-bug little girl, who simply needs a bit of extra help to accomplish things.

It is in relationships that persons determine their SELF.
I’m rumbled by relating to persons who pity me.
I’m peaced by persons who esteem me.
My dad esteems me; he eases me.
Wherever I dare eat pesterers’ pity, I’m eased and saturated by my dad’s love of all me.
He buttressed me, but her returning worry negated his glee.
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Through the years, Pat joyfully works with Peyton on her motor skills. When Peyton was one, Pat started playing ball with her. Lofting a Nerf ball a very short distance from her, he was not dismayed when it bounced off her nose. Her hands never even left the carpet to field his soft lobs.

“No worries. Let’s try a new strategy,” he would say.

He started out by holding the ball and then slowly moving it toward her. It was like a dance, and they both enjoyed the new sport. The next move was to hand the ball to the other player and then wait (and wait and wait) for it to be given back. This seemed to work, although it took time because Peyton gurgled with delight and held on to the ball rather than passing it back. It didn’t take long before Pat could loft the ball to her after positioning her hands and then watch her finally (usually) catch it.

After six months of “playing catch,” they moved to tossing bean bags (created by me in all shapes, colors, sizes, and textures) into target receptacles: a wicker basket, a small black trash can, a cardboard box with a doll in it, a colorful salad bowl (sometimes with a lone celery stalk, which he called the “celery tree”). Pat would tape two Dr. Scholl’s green insoles onto the floor to let Peyton know where to put her feet so she could focus on moving her upper body.

Our living room soon resembled a house with a leaky roof as the various receptacles sat in a semicircle, waiting to snare bean bags flying hither and yon. Peyton grabbed them like candies out of a broken piñata. With each toss, Pat dashed behind a different target and then lobbed the bag back. It took only a few errant missiles (and one broken lamp) before her lefty, righty, under-hand, and overhand style settled into a respectable delivery. I marveled at their easy relationship. They played together in a constant bubble of bliss.

Was my dad harried by me? Was I fearful to him?
Was he queer too?
Or was I gin to his tonic?
He is the gear that rests my gyres.

When she is two, we see the first of seven neurologists, and Peyton has her first two EEGs in one week to rule out epileptic aphasia, a rare neurological disorder characterized by language difficulties. (This is a diagnosis I would actually embrace as other delays in motor skills become evident, despite my efforts to discount them.)

Peyton doesn’t imitate patty-cake or bang things on top of her high chair as her brother had. I see her stack blocks, but not when asked
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RECOMMENDED RESOURCES ON AUTISM AND INCLUSION

Syracuse University School of Education: Institute on Communication and Inclusion


Internationally renowned research and training center that promotes support for people with disabilities to communicate in schools and society


http://soe.syr.edu/centers_institutes/institute_communication_inclusion



TASH


An organization that advocates for equity, opportunity, and inclusion for people with disabilities


www.tash.org



AUTCOM—The Autism National Committee


A group dedicated to social justice for all people with autism and related disorders


www.autcom.org



Peyton’s Web Page and Blog


www.peytongoddard.com



Anne McDonald Centre, Australia


This center supports dignity, education, advocacy, and communication for people with little or no speech throughout the world.


www.annemcdonaldcentre.org.au
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Peyton Goddard has become an advocate for inclusion of children with disabilities in our education system and society. Though she had been diagnosed as autistic and severely mentally retarded, in 2002 she became the first person using facilitated communication to graduate valedictorian from a US college. She knows that children are dying, physically and emotionally, in institutions and at the hands of parents who have lost sight of their child’s value. Her wisdom is sought after by educators, parents, doctors, and community groups nationwide, who have invited her to deliver more than seventy-five presentations at conferences and universities on the subject of esteeming all people and supporting their successful participation in all aspects of life. She lives in her own apartment, adjacent to her parents’ home in San Diego, California, and requires round-the-clock support for her continued movement challenges.


Dianne Goddard is a former educator who committed herself as few mothers would to seeking a cure for her daughter’s neurological challenges. She kept detailed journals dating from Peyton’s birth, along with every report by doctors and teachers, amounting to thousands of pages that describe Peyton’s downfall and resurrection after discovering facilitated communication. Having wasted decades futilely attempting to cure her daughter, she celebrates this opportunity to share what she is learning from Peyton about a better way of loving and supporting each other.


Carol Cujec, PhD, has taught university writing and humanities courses for more than twenty years. As a freelance author, she has written scores of articles for newspapers, magazines, and websites.
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