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To you who think my words matter





Foreword

What do we really know about how children, adolescents, and adults with autism obtain and process information? What do we, the “neurotypicals,” know about how autistic individuals see and interpret their world? In 1986 Temple Grandin published her first book, Emergence, in which she described growing up with autism, providing for the first time an insider’s view of a different kind of life. Since then, a growing number of similar personal accounts have appeared, each adding more insight into the inner world of autistics. This book is yet another personal story, but what makes this one so remarkable is that it comes from a young man whose verbal expressive language is profoundly impaired but who communicates almost exclusively by independently writing or typing his thoughts and ideas on a computer.

Autism is a behaviorally defined disorder characterized by impaired social interaction, delayed and disordered language, and isolated areas of interest. First described in 1943 by Dr. Leo Kanner, autism is believed to be largely genetic in etiology, but environmental factors are also suspected of playing a role. Current prevalence rates suggest that 1 in every 150 children is affected, with a male-to-female ratio of 4 to 1. It is now recognized that autism is clinically heterogeneous, and although a core cluster of features unites those affected, there can be wide variations in presentation, associated symptoms, and severity. This variability and the likelihood that autism may have multiple etiologies have resulted in the term autism spectrum disorders (ASD), which is now in common usage.

Basic scientific research in autism is moving forward ever more rapidly, parallel to and in association with active clinical research, but much remains to be learned. Attending to the observations of those affected with the disorder can help us frame realistic and meaningful questions worthy of investigation. For example, Tito tells us about his reliance on sensory associations to help him process information more efficiently. Although there is a good deal of interest in sensory modulation dysfunction in autism, relatively little research addresses sensory processing in this disorder. Tito also tells us that he needs multiple repeat visits or exposures to specific environments to become comfortable, and that once comfortable, he comes to enjoy the experience and eventually becomes “addicted” to it. What might that observation tell us about the underlying neurobiology of developing familiarity and the ability or inability to deal with novelty? There has been significant interest and research in face processing. Tito tells us that when he was younger, he could not look at faces because he felt threatened by them. He found faces difficult to decipher, which frequently led to mix-ups in identification, causing him to appear impolite. However, if he heard the voice of the person in question and could match that voice to the face and to a past event, he could then identify the person. Thus, Tito tells us that he relies on multiple modalities to accurately identify people he has met previously, suggesting a possible dysfunction with data gathering and cross-modal memory.

Each one of Tito’s observations in this book affords us an opportunity to consider how this young man is taking in and handling information in a variety of modalities. He tells us that throughout his life, his mother utilized every circumstance, opportunity, and event to teach through experience, explanation, drawing, and writing. There is little doubt that Tito is who he is in large part because of the persistence and dedication of his mother and her ever-present and creative teaching. At the end of the book, Tito considers his future. He wonders whether he will be able to live independently someday and ponders on what his contribution to the world may be when he is older. Whatever the future holds for Tito, he has already made a significant contribution to the field of autism. Here we have a young man who is essentially nonverbal but who clearly is very intelligent and poetic. While he may perceive the world differently, his observations and experiences are critically important, and we can learn much from him. We now know that an autistic person who is unable to speak does not necessarily have nothing to say. Tito forces us to think beyond the obvious, and that in and of itself is an important lesson. Thank you, Tito, for writing this book and for sharing some of your thoughts with those of us who are clinicians, scientists, parents, professionals, and therapists. May your future be bright, and may you continue to help us all to ask questions and to find the answers to autism.



 Margaret L. Bauman, M.D., Ph.D. 
Director, Autism Research Foundation





Author’s Note

There are times in everyone’s life when there is a need to tell a story. It can be any story. It can be a story about a hairpin you were fascinated by, on someone’s hair, whose name you will never know, but who had inspired you to wait at the same bus stop for seven straight evenings in the hope of seeing just one glimpse of her, and in the end giving up. Then you end up writing a page of poems dedicated to her.

A story can be about the shadow of a beggar woman on some street in Bangalore, when I saw her scratch her head of tangled white hair under a hot midday sun, in the hope of getting some coins from passersby. A story of a hope to survive.

A story can be about the mask of a tribal dancer, who is proud of being the last representative of his dying race because of cultural diffusion and global tendencies toward modernization, as he claimed.

Or a story could grow around a hat, which you saw on a large head and knew at once that the hat and head were made for each other.

This is how I grew my stories, from this and that, now and then, here or there, to compose this book.





Through the Mirror

Right now, I am thinking about a mirror. It was a mirror in one of the rooms upstairs, in the house where I spent my second and third years of life. The mirror was in front of a window, and it reflected the rocks of those sun-baked hills outside the window. I would stand in front of that mirror, not to admire the landscape in its reflection. I would not stand in front of it to see how well my hair was groomed either. I would stand in front of it because I believed that the mirror wanted to tell me a story. And I believed that the mirror wanted to tell me a story because I wanted to tell it a story. I would tell my story to the mirror, and the mirror would tell me back the story. I would think about a tilted sky surrounding those climbing goats on the hill. I would believe that the mirror heard my thoughts and would show me the tilted sky.

I was not able to talk when I was two or three years old. My stories were not meant for human ears. Human ears cannot hear anything other than sounds. But not my ears, as I believed then. And not the ears of the mirror either. I believed that if you cared enough to listen, you could hear the sky and earth speaking to each other in the language of blue and brown. And I believed that if you cared enough to listen, you could hear the walls of the room you were in, telling the floor not to stare at them, while the floor wondered, “Where else should I look?”

A language of white and red. The white of the walls and the red of the painted cement floor. The mirror heard everything. I knew that the mirror heard everything because only when I stood in front of it could I hear the walls and floor talk. Otherwise, why should I stand in front of it and wait for the open window to sing to the walls in the color of air? Only after I heard the silent voices, could I tell my story to the mirror. Stories with sounds of blue, white, red, or brown. Or stories with the colors of air.

One day, while I stood in front of it, I realized that it was easy to go through it and come out through it. And I realized that I could go in or come out only when the world behind me became transparent. Absolutely transparent. And where would all the colors of the world behind me go? I realized that the mirror would absorb all the colors within its own stretch of self. The blue sky behind the window would look bluer in the mirror. The sun-baked hills would turn browner in it. And I would look behind me to see the real sky and hill. I would be surprised to see them, colored with the color of air.

Stories waited for me behind the mirror. So I was needed on its other side. There was no great trouble to go through the mirror to the other side. All I needed to do was to stare intensely at any shadow on the corner of the wall as it was reflected in my eyes.


Voices of colors 
And voices of shadows 
Voices of movement 
And their echoes 
Voices of silence 
Spun near or far 
Through spaces and distance 
Soaking my ears.







The Color of Basic Words

Real voices. I could be waiting behind a shadow listening to a story in red and green, when I would be interrupted by a real voice made of sound, thus dissolving the story of red and green. And then, to my utter horror, I would find myself surrounded by real voices. Voices made of sounds, on the real side of the mirror. The mirror would never reflect voices made of sounds. I, however, knew that it could if it tried hard enough.

“If you try hard enough, you can talk,” Mother’s voice would tell me. Mother’s voice would tell me that when no one was around and when she took a break from singing the same song many times over because if she didn’t, I would threaten a temper tantrum. Mother had to be careful that no one was around because she did not want those women to smile at her for trying to explain things to a boy who had not even learned how to talk yet. Their smiles were the color of jaundice yellow, and that yellow was so dense, every color could be choked by its strength. I believed that Mother saw what I saw. And I believed that she was careful because she did not want to be choked by jaundice yellow either.

“You need to talk basic words to him first,” those voices would tell Mother. Basic words included a series of dada, mama, kaka, baba, and so on.

“Only after he masters those words, will he be able to follow explanations like, ‘Try hard to talk.’ ” I would hear their words in their voices of jaundice yellow.

I wondered which colors would go with basic words like dada, mama, kaka, and baba. So I would stand in front of the mirror and mentally say those basic words and wait for the mirror to show me their colors reflected in it. I soon realized that the mirror could not reflect the colors of those basic words.

“Only after it masters how to reflect the basic words, will it be able to follow other explanations like, ‘Try hard to reflect,’ ” I concluded.





The Color of My Scream

Many times, in the midst of other sounds, I could hear my own voice, laughing or screaming. The mirror never could color those sounds. Whenever I heard real sounds, I stopped to see the stories forming behind the mirror. My hearing became increasingly powerful whenever that happened, and I stopped seeing anything. I could focus all my concentration on only one sense, and that is hearing. I am not sure whether or not I had to put any kind of effort toward hearing because I was too young and uninformed in science to analyze the sensory battle that was taking place within my nervous system. It just meant that my colors would disappear if there were sounds vibrating around me.

Was I scared or confused? I am not certain, as I did not know what the rules of the world were and what other people experienced. I concluded that everybody and everything, including the maid who had to move me away from the mirror, experienced what I did.

The maid had to move me away from the mirror because I did not move when she asked me, “Tito baba, please move a little, as I have to mop the floor.” The sound of her voice made me come back from behind the mirror while I was hearing a story of green and red from the green of the curtains and the red of the cement floor, which the maid intended to mop. The smell of phenol water from her bucket and mop filled the spaces which were yet to be filled with stories of green and red.

One experience diffused into the next. And every experience settled in my mind as an example of a natural phenomenon, which laid down the rules of the world. For instance, if I saw a bird on a tree, and, at that very moment, I saw someone walking across the street in front of our gate, I concluded that every time a bird sits on a tree, someone needs to walk across the street.

What if they did not happen together? Well, I would panic and get so anxious that I would scream. Screaming would stop me from looking at the tree or looking at the street, for I can do only one thing at a time. I can either use my eyes or use my ears. Hearing my voice screaming would stop my eyes from looking.

“Why is he screaming?” voices would ask Mother. “She should know. After all, she is his mother.”

Mother would give them some reason. She would say that I was hungry, or she would say that I was hot. She would say that I must have been bitten by fire ants because they were all over the yard, or she would say that I was tired. Then she would rush me inside to find out for herself why I was screaming.

“There, there, let me rub your feet with cold water. Those bad, bad fire ants!” Mother’s voice would continue to distract me while I heard my voice scream. I would scream, and I would wonder. I would wonder about the mirror upstairs. I was sure that it was forming a story in red and green once again. The red of fire ants and the green of grass. My voice would scream, and I would wonder whether the mirror upstairs was aware of my screaming. I would lose all control over my screaming voice, and would wonder when it would stop. My voice would scream, and I would realize Mother’s voice was singing something familiar in my ear. I would slowly concentrate on the words of her song and try to mentally sing along because she repeated most of her songs so often to me that I had them memorized. After listening to the words of her song, I would wonder why I could no longer hear my voice screaming. And, to my relief, I would realize that my voice had stopped screaming. I would continue to think about the mirror. Surely it could reflect the sound of a scream. Mother’s voice would begin to fade out the more I thought about the mirror, and the urge to stand in front of it would fill my whole concentration. I would hurry and rush upstairs, like a dedicated student who had heard the school bell ring.

I would rush upstairs only to realize that Mother was following me with her voice, continuing her song. Mother’s voice fading out, like some distant memory, going farther away, yet not leaving me completely. There was no way I could tell her to stop following me because I did not have a talking voice then. There was no way I could tell her that the mirror would not show me any red or green story if there was so much distraction from her voice.





Following the Belief

Mother had a strange belief then. If she talked continuously to me, I would begin to talk. So she followed me around with her voice and with her belief, like a faithful believer following some faith.

If people were present, they would hear her counting the steps on the staircase as we climbed. They would hear her tell me to be careful and not go so fast. They would hear her tell me that the staircase was red because the floor was made of red cement. And they would hear her tell me that the stairs were rectangular in shape.

Mother followed me around with her voice, explaining every detail of my actions and defining my surroundings. Mother made it a point to tell me that I was climbing because I was moving away from the ground. She never failed to explain that it was my legs that helped me climb, if I cared to know. Every aspect of climbing was explained by her voice in great detail every time I would go upstairs in the hope of some quiet time with the mirror.

Was she even concerned about whether or not I listened or understood her? Probably not. She was extremely talkative when she knew that no one was watching to comment on her efforts with me.

I memorized her words because of the repetition. Before I was even five years old, I could define the words gravity, force, and acceleration because Mother defined them to me with dedicated constancy.

I would finally reach the mirror in the hope of seeing a story and in the hope of some silence. But with Mother standing behind me, I could only hear her voice telling me that I had two eyes, and these were my eyes, and when I close them I cannot see. “And just have a good look at our noses! Aren’t they alike?”

Mother told me the story of Snow White and her stepmother, the queen, who would ask her mirror every day the status of her beauty. Mother told me the story many times, making me wonder what color the word beauty would be. I had associated it with women in general, without actually knowing the essence of it. I thought women possessed some kind of object called “beauty,” and Snow White’s stepmother, the queen, had a bigger object called “beauty,” compared to other women. And I had the belief that mirrors that talked knew who had the biggest object called “beauty.”

The mirror upstairs was silent. I waited for it to say the basic words first, like baba, kaka, mama, and dada. And people around me waited for me to begin speaking my basic words.

Mother gave me a little handheld mirror through which I could see anything I wanted to. She took it with her whenever she followed me out to the garden with her voice. She followed me in and out with her voice and the handheld mirror. She tried to see what I was looking at and reflect that in the mirror. I would look up and hear her voice narrating to me what I was probably looking at. I could hear her voice telling me that it was the sky I was looking at and it is blue. And if I was really interested in what type of blue the sky was, she would be more than willing to tell me that it was azure, a special type of blue. Her voice continued to explain that in Bengali sky is Aakash. Fancy that! So as I was looking at who knows what, I was memorizing her words, which revolved around the sky. And because her voice would not leave me alone, explaining to me, her three-year-old son, the presence of oxygen and nitrogen in the air, I memorized that, too. For it was not once or twice that she uttered her sky lesson, following me with her voice and the handheld mirror, but several times a day and many times a week. So I knew what the planets were and what the Milky Way was.

Did I realize that I was learning? I do not think so because after a while, I expected her to narrate her lessons and sort of knew what she would tell me, for it had become a habit. She would tell me, “Now let’s look at the sky through this handheld mirror. But if we turn our heads too fast, how are we going to see the sky? Never mind, now let’s see what is so interesting in that corner where you’re looking. Corners can be very interesting, especially when they are between two straight lines. . . .” I knew she would tell me about angles.

Mother knew nothing about my selective vision when I was three. I could look at certain things but not at others. Things that calmed my senses were easier to see, while things that stressed my vision were not easy to look at. So perhaps I could not see things as people expected me to see.

I could not feel comfortable, seeing the sky or corners or anything through the little handheld mirror. I would walk back to the house, giving back the little handheld mirror to her because I did not want it. I had no way to make her understand that the mirror upstairs was different from the little handheld mirror. She would not understand even if I tried to look away from the mirror.

“If you love looking at the big mirror, why don’t you love looking at this mirror?” Mother’s voice wanted to know. “And if you compare real objects and their reflected images upstairs, you should compare them with this mirror, too.” Mother was determined to make me accept the little mirror. So she would bring the little handheld mirror as close as possible to my face, so that my real nose would touch the reflected nose. Then she would make a “nose touching” game with the small mirror.

“Here comes your nose again,” as she slowly brought the handheld mirror close to my face. Then she would move it away all of a sudden with, “Here it goes back again.”

I think I was supposed to laugh at the mirror play or whatever she wanted me to think it was. Later, when I observed children, not through the eyes of the mirror but through my own reason and understanding, I realized that when there is something intense going on, there is an expectation of some kind of response. So perhaps Mother expected me to laugh at the mirror that was coming near me, touching my nose, and moving away from my nose, along with her animated voice. I never responded. I was not interested in the nose reflection game.

More than the reflections, I was interested in the essence of the reflected objects and the possible stories about them. I never liked to be away from the upstairs mirror for long. As if my thoughts would only flow if I was near it. Some days I thought of nothing else than the mirror upstairs.
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