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				Music is your own experience, your thoughts, your wisdom…. They teach you there’s a boundary line to music. But man, there’s no boundary line to art.

				—Charlie Parker    

			

		

	
		
			PRELUDE

			BORN THREE MONTHS PREMATURE, musician Tony DeBlois weighed less than two pounds when he came into this world; and as a result of the oxygen therapy that kept him alive during those first harrowing months, he soon became blind. Suspecting early on that Tony had developmental problems, Tony’s mother, Janice, came to learn that he was autistic, too. But some autistics have exceptional abilities—savants, they’re called—and in Tony’s case, his particular genius clearly was in music.

			The first hints of Tony’s talent came when he was two years old. Janice was searching for an interactive toy that would motivate him to sit up without help. One day, while browsing at a garage sale, she found what she believed was the perfect item: a toy chord organ. When Janice got home, she removed the organ’s legs so that Tony could reach the keys comfortably while sitting on the floor. She placed the organ in front of Tony, led his hands to it, and waited for his response. Tony immediately began slapping the keys and, to Janice’s delight, he sat up for as long as she would let him play.

			The organ quickly became Tony’s favorite toy. At age three he shocked his mother by not only playing back, note for note, songs he heard on the radio, but also playing harmony to songs he heard on The Lawrence Welk Show on TV. At five, Tony drew his first crowd—to a music store in El Paso—when he began playing “Dueling Banjos” from the movie Deliverance at lightning speed on a grand piano while the owner of the store chimed in from across the room to make it a duet. People who heard the music through the open door came in to see who was playing and were amazed to find a blind, five-year-old boy performing so skillfully. At the end of the piece, the crowd erupted in loud applause. That day, Janice learned that the store offered organ lessons, and soon afterward she signed Tony up. These lessons were the first steps toward Tony’s very real career in music, a career developed against all the odds.

			Tony’s story takes us on a journey into the world of the prodigious savant, the rarest form of savant syndrome. According to the leading expert on savants, Dar old A. Treffert, MD, the child who displays an ability that is spectacular in light of his or her disability is a talented savant, while the much rarer child, a prodigious savant, exhibits an ability that would be considered extraordinary even for a normal person. Dr. Treffert, who was interviewed for this book, recognized Tony as a prodigious savant when he first studied documents and videos about Tony in 1989, and he subsequently met Tony to do an interview for NBC’s Today Show.

			What sort of wiring occurs in the brain that allows a child to play perfectly a complex melody and harmony on the keyboard after just one hearing, yet does not give him the ability to tie his own shoes? What condition graces a teenager with an uncanny talent for playing sophisticated, intricate jazz improvisations, yet does not give him enough intelligence to make change or tell time? Tony’s story offers the world a fascinating glimpse into this realm, which continues to baffle science. As Dr. Treffert points out, Kanner’s classic early infantile autism is a rare condition occurring in about five to seven cases out of ten thousand children, according to current estimates. Within that group, prodigious savants such as Tony are even rarer. According to Dr. Treffert’s book Extraordinary People: Understanding Savant Syndrome, fewer than one hundred cases have been reported in all world literature on the topic during the past one hundred years.

			While Tony’s story sheds light on one of psychology’s most mysterious areas, it will also, the authors hope, inspire parents of autistic children to learn that there are no limits to the human mind or spirit. As Tony’s music teachers are keen to note whenever they talk about him, without his mainstream immersion into music programs, Tony might still be the same withdrawn, nearly mute individual he was when he was first diagnosed as autistic at age five. But anyone who meets Tony today encounters a vibrant, curious, happy young man who loves to play the piano as well as dozens of other instruments and who can carry on a conversation as if he had been talking since age two instead of age fifteen. Tony’s current schedule of performances throughout the world proves that the diagnosis of infantile autism was correct, but the prognosis and outcome were all up to Tony, his mother, and the music.

		

	
		
			
				Chapter One

			

			PRAIRIE ROOTS and WONDER SHOWS

			
				I am the family face;

				Flesh perishes, I live on,

				Projecting trait and trace

				Through time to times anon.

				—Thomas Hardy, “Heredity”

			

			ON A SPRING DAY IN 1989, a small group gathered in Performance Room 3E of the Berklee College of Music in Boston for an unusual audition. A fifteen-year-old pianist named Tony DeBlois had made a big impression on a Berklee adjudicating committee during a recent high school jazz festival. The judges had not met Tony personally, but they had heard him play as a member of the Rivers School of Music jazz ensemble at the festival. During that performance, the stage was set up in such a way that Tony’s back was to the judges; all they knew was that he played with a well-developed jazz vocabulary and outstanding musicianship.

			Based on that performance, Tony was awarded a Certificate of Musicianship and a five-hundred-dollar scholarship to Berklee’s five-week summer high school performance program, which gave young musicians a chance to work with some of the world’s best artists and teachers. Tony had been awarded a Certificate of Musicianship at the previous year’s festival, too, but the scholarship was an exciting new opportunity. In a letter from Berklee admissions director Steve Lipman, Janice DeBlois learned that the scholarship was slated for sixteen-year-old students in the last year of high school. Janice called Lipman to ask him what Berklee could do to help Tony utilize the scholarship in spite of his age and other considerations. Tony, she explained, was blind and autistic, and they would need to discuss how to help him participate in the summer program. Lipman arranged an audition, at which time key members of Berklee could hear Tony play and observe what kind of impact his disabilities might have in the classroom.

			Janice arrived with Tony at the audition and took him directly to the piano. The members of the committee stood around the piano, anxious to hear him play. Gathered for this audition with Lipman were Rob Rose, director of Berklee’s special programs; Dave Weigert, chairman of the piano department; Paul Schmeling, of the piano faculty; Bob Doezema, guitarist/composer and assistant director of the summer program; and famed saxophonist-turned-educator John LaPorta, one of the legends of the school.

			They had all sat in this space countless times before, listening to hopeful young musicians from all over the world. Berklee, the planet’s top college of contemporary music since its founding in 1945, boasts an alumni list that is a veritable who’s who of jazz, rock, electronic music, and other genres, and students know that getting accepted means they’ll get the best training available in their field. Berklee alumni include composer/producer Quincy Jones, saxophonist Branford Marsalis, film composer Alan Silvestri, guitarist Al Di Meola, modern big band leader/composer Toshiko Akiyoshi, pianist Diana Krall, saxophonist Bill Evans, singer-songwriter Melissa Etheridge, members of Aerosmith, and many others.

			Tony started the audition with a short classical sonatina, then moved on to one of his favorites, George Gershwin’s “I Got Rhythm,” complete with his improvised insertion of the Flintstones theme, which revealed his clever and original approach to the piece. Those brief moments were a revelation. The committee realized that they had a formidable talent on their hands, a rare, special boy whose playing contrasted sharply with the rest of his behavior. When the committee members asked Tony and Janice to sit with them for a chat, they observed that some of his unusual traits could pose a problem at the school. Tony was restless for a teenager; he rocked back and forth in his chair, seemed unaware of the conversation going on around him, and interrupted the conversation with outbursts of “Let’s play, let’s play.” He appeared to be in his own world, and no one in the group had ever met a young man like him before. Tony’s blindness would prevent him from taking traditional sight-reading classes, and it also raised questions in the committee’s mind about how he could learn music (did he read Braille music?) and study music theory.

			“He was a little hard to control, he couldn’t stay focused, and he would just blurt out things,” said Rob Rose. “It was obvious that he had skill on the piano, but it was also obvious that he was going to be disruptive in the classroom. There was a lot of potential there in terms of the music, but what do you do with it, we wondered?”

			Even though Rose and the rest of the Berklee committee had no idea how Tony would do with the other students or how he would act in a classroom situation, they were unanimously convinced that he deserved a chance to use his scholarship. Rose immediately called special meetings to build a program and handpick the best teachers for Tony. From the start, Berklee president Lee Berk (after whom the school was named) was personally involved in helping Tony get the most out of the program. John LaPorta, who had been so moved by Tony at the audition that he went to his studio to write a piece for him, an instrumental called “Tony’s Song,” was selected as one of Tony’s teachers. In the coming months and years, LaPorta would become one of the most important mentors in Tony’s life. Rose also selected Suzanna Sifter, a brand-new piano teacher at Berklee who was finishing her master’s degree at the New England Conservatory, as one of Tony’s instructors.

			Tony was scheduled to take ear training, theory, keyboard labs, instrumental labs, and private lessons, just like the other students. An assistant was assigned to help Tony get to his classes and to tape-record his classroom sessions so Tony could work on the material at home with his mother.

			In the first few days, Tony still had the outbursts, rocking, and inattentiveness that he had displayed at the audition. But Rose and the teachers stuck by Tony patiently, eager to see if mainstreaming him into the regular student group would have an effect. “People were sort of figuring the whole autism thing out back then,” said Rose. “Even the experts weren’t that expert at that time. We all thought…if we mainstream him, we’re going to find out a whole lot of information.” Putting Tony in the program was an experiment on everyone’s part, and no one could predict how he would deal with the new setting, new people, and new musical challenges.

			Tony surprised everyone. The difference in his piano performance at the end of the five-week session was dramatic. His interactions with outstanding young musicians in the jazz ensembles brought his playing up to a new level, revealing his ability to match the skills of those around him. Tony’s technique, such as his hand position and his posture at the piano, also improved significantly. He showed his theory teacher that he understood major concepts from his theory class, such as the difference between the blues, which is a 12-measure, I-IV-V chord progression style, and a standard song, which is a 32-bar form with another particular chord structure. Like his classmates, Tony could identify the style of a piece and tell his teacher what it was.

			Janice, Rob Rose, and everyone involved were thrilled with Tony’s musical development, but they were even more excited about another set of changes. In just over a month, Tony had transformed from an asocial and barely speaking child to one who listened, comprehended, and responded to others. He had memorized the sounds of everyone’s voice—and their footsteps—so that when someone entered the room and asked, “Hey, Tony, how are you?” he would stop what he was doing and ask, “Hi, Rob, how are you?” Rather than randomly bursting out with a word or two, Tony now listened, reacted, and put complete sentences together. “We were most happy that he was now able to function more as a person; that was the thing that was sort of shocking to everybody,” said Rose. “Nobody knew what to expect because all the information we had from the experts said that this kind of thing doesn’t happen.”

			Janice had never dreamed that Tony could improve his communication skills so dramatically in such a short time. Like the teachers and administrators at Berklee, she was willing to give Tony a chance at being mainstreamed, but, also like them, she had no idea that it would have such a speedy, profound effect. Suddenly, Tony was more here, more awake, more in the world. It was a miracle, and it was just the beginning.

			[image: ]Because Tony was born and raised prior to most of the research that has now been done on autism, Janice was on her own in many ways, using keen observation and a mother’s intuition to improvise methods that would help her son develop. Her dedication, perseverance, and downright stubbornness at times were essential to getting all the rights and resources he needed. These traits would become even more important after her second surviving son was born with his own developmental problems and special needs. Meeting the day-to-day challenges of raising these two boys required the ability—and willingness—to always give more than 100 percent. Fortunately, Janice came from a long line of people with just these qualities. An overview of this family heritage reveals much about the roll-up-your-sleeves attitude that has served Janice so well in bringing up her own family.

			Weaving back through several generations, Tony’s roots led back to the Old West. On his mother’s side, Tony’s story begins in Dakota Territory, where homesteaders fulfilled their dreams of staking claim to their own piece of the prairie. Tony’s great-grandmother, Daisy Mildred Beechey Stepanek, was conceived in Dakota Territory; and by the time she was born in the summer of 1890, the Territory had given way to the new states of North and South Dakota. Daisy grew up on a farm near Aberdeen in the northeast corner of South Dakota, where the land spreads flat in all directions and farmers can watch the weather move in slowly from the west.

			Daisy’s father had homesteaded in Conde, just southeast of Aberdeen. When she grew up and married William Stepanek, Daisy moved west to the other side of the Missouri River and became a homesteader herself. The Stepaneks took over a piece of land near Timber Lake in the hilly, north central part of the state, on the border area where the Standing Rock and Cheyenne River Sioux Reservations meet.

			Farming in the Dakotas in the early part of the twentieth century was a risky, tough business, and homesteading was the most difficult way to get started. Those who succeeded were not afraid of hard work, of starting from scratch, and of finding a way to get something done that had never been done before. As Tony’s story will reveal, his mother inherited these qualities in abundance. Growing up on a South Dakota farm, Janice not only heard stories about the hard lives of her ancestors but also worked hard on the land herself. The pioneer spirit was not just a schoolbook anecdote but part of her flesh and blood—a part that she would call upon time and again as the mother of a child whose needs fell through almost all the cracks of the public school system.

			In order to legally claim their land, Tony’s great-grandparents had to build their own house and farm buildings, dig their own well, and improve the settlement as a successful farm for a period of five years. The Timber Lake region didn’t exactly fit Walt Whitman’s vision of the American prairie as “a new garden of creation,” but farming was good when the weather cooperated, the dust storms cleared, and the mile-high mountains of clouds dropped rain.

			In spite of its name, wood was scarce at Timber Lake. The entire Timber Lake basin area—the two-mile-long lake was just north of town—was drier than the eastern part of the state, and it even contained a series of rocky buttes that looked more like the Southwest than the prairie. Trees, like lakes, were rare throughout the state, so the four or five trees that graced the shores of the lake gave it its name. The land in the basin was too sandy for building the sod homes that were traditional in many other parts of the prairie, but by the time the Stepaneks settled in Timber Lake, the new extension of the Milwaukee Railroad was passing through, bringing timber as well as all sorts of food and other supplies. Like many other families, the Stepaneks bought timber and built a small wood-frame house and outbuildings, and they probably hard-packed the outside walls of the house with dirt in winter to provide some insulation from the subzero-degree cold.

			The Stepaneks met all of their obligations for the homestead and received their patent in 1918. William’s two brothers, Frank and Edward, also homesteaded nearby and received their patents in 1917 and 1920. As landowners, they had made firm roots in the new land, following in the steps of their parents, John and Mary Stepanek, who forged a new life in Iowa after immigrating from Plzn (Pilsen), Bohemia, in 1864. William, Frank, and Edward all lived on the “Six Mile Strip,” the swath of land through which the ranchers herded their cattle to be boarded on the Milwaukee Railroad. From Timber Lake and other depots on the strip, the cattle were brought to two nearby towns on the Missouri River, the largest cattle shipping points in the United States at the time. Each of the Stepanek homesteads were also in view of Dog Buttes, the landmark outcroppings named after a well-known local Native American legend. According to the legend, the buttes were the home of wild animals that were part dog, part wolf. When a lost boy wandered into their territory one day, one of the dog-wolves raised him with her pups in a cave. He grew up healthy and strong with his animal family and was eventually reunited with his people. It was a legend that sat well with pioneer types, reminding them that it’s possible to survive under even the most difficult conditions.

			Tony’s grandfather, Raymond Stepanek, was William and Daisy’s only child. He married a South Dakota farm girl from Ipswich, Edna Fern Allbee, whose ancestry takes Tony’s family tree in an altogether different direction.

			The Allbee branch centered around an ambitious easterner who made his mark in rural Massachusetts several generations ago. Benjamin Allbee, whose name in various records sometimes appeared as Albee or Alby, left England in 1637 to escape the religious turmoil that would eventually lead to the eruption of civil war in England in 1642. In Massachusetts, Benjamin quickly became a prominent figure in the Braintree area just south of Boston, serving in two town governments as a selectman (the local term for councilman) in both Braintree and Mendon. He is commemorated as one of the founders of Mendon on the monument that stands in the city park.

			A major landowner in the area, Benjamin spent his entire life in community-building, both politically and physically. At various times and places, he was a town official, surveyor, road builder, and carpenter. In 1664, he made a historic deal with the Quinshipaug Plantation of Mendon in which he was given permission to build and run a corn mill. Powered by water flowing over the dam he constructed, the mill was the only one in the region and was described in one annal as “the first work of civilization in Milford territory.” Another history described Benjamin as “a very enterprising man, a public land surveyor, and much employed in the laying out of ways, lots and common lands in early times.”

			After raising a large family and building several homes, Benjamin was forced to uproot his life again, this time as an old man. In June 1675, tensions that had been building in the Native American tribes of New England broke out in violence with a raid on the town of Swansea. Among other events that precipitated the violence, the Native Americans had grown dependent upon the colonists’ goods; as a result, they were forced to sell off more and more of their land to pay for them. The raids were organized by Metacom, chief of the Wampanoag, whom the colonists called King Philip. On July 14, 1675, a raiding party attacked Mendon, and Benjamin Allbee fled his home with his family. The raiders burned down his house and his mill, and Benjamin never returned to the town that he had helped found. The battles, which came to be known as King Philip’s War, lasted for a year, until all the Native American forces were defeated and Metacom was captured and killed.

			In his historic lifetime, Benjamin Allbee was not only central to the formation and development of one small corner of the colonies, but he was also a witness to the end of Native American tribal life in southern New England. As we shall see in a later chapter, one of his descendants—Tony DeBlois—would move with his mother and brother to the same area of Massachusetts where Benjamin had made his mark, at the time unaware that they had returned to the turf of one of their formidable ancestors.

			[image: ]Tony’s grandmother met her husband during harvest season in Ipswich, South Dakota. Edna Fern Allbee was one of twelve children born to Henry and Hazel Allbee, descendants of Benjamin who had moved west from New England. When farmers spent entire days bringing in the crops, women from surrounding farms would make meals and bring them out to the men in the fields. Edna singled out young Raymond during one of those harvest meals. As Raymond worked away on a broken combine motor, Edna sat nearby and, as Raymond recalls it, pestered him. A couple of months later, they met up again in town at a carnival and became a serious couple after that. Edna had quit high school to help out on the farm, and as a farm wife, she would run a tight ship.

			Raymond was in Aberdeen because his parents, William and Daisy, had moved there from Timber Lake in 1926. To make the move, Daisy had packed seven year-old Raymond and a few possessions into their 1925 Ford and drove to the new place, while William rode on the train with their cattle, furniture, and other belongings.

			Raymond and Edna Stepanek were cut from different molds, as daughter Janice recalled:

			
				
					Janice’s Journal

				

				My mother’s always been in charge of our family; she wore the pants. Dad was quiet. He worked a lot, trying to do the farm and work in town. Mom even went out and helped out in the field; if something needed to be done, she was out driving the tractor. Whatever needed to be done, someone had to do it. Once we kids were old enough, we did it, too.

			

			The Stepaneks raised a large family on their 160-acre farm outside Aberdeen. Janice, born in 1946, had an older brother, Garry; two younger brothers, Dennis and Keith; and a younger sister, Linda. Even though Garry was the oldest, his heart condition prevented him from doing as many chores as Janice. They both milked six cows each before going to school every morning, and Janice built up her strength carrying hundred-pound bales of hay into the barn from a young age. The farmland included fields of wheat, corn, and oats as well as a large vegetable garden; and the pastures held cattle, sheep, pigs, and chickens. Janice made all the school lunches for her brothers and sister, and she also helped her mom make dinner with her first cookbook, Cooking with Miss Gail. The family sold chickens, eggs, and butter in town, and Janice’s dad also worked in town at Farm Power Manufacturing.

			Janice went to school out in the country at the Prairie View School, the same one-room schoolhouse that her dad had attended after moving over from Timber Lake as a boy. Janice’s teacher, Mrs. Smith, taught kindergarten through grade 12, as had all the schoolteachers before her. Many of South Dakota’s rural schoolhouses stayed in operation well into the postwar years; Prairie View held classes until 1964.

			Only fourteen children attended the Prairie View School when Janice was growing up, and she and her friend Martha were the only girls. Although Martha was two years younger, the girls had a lot in common, especially in the amount of responsibility they had to take on at home. When Janice was in third grade, her brother Garry was ill with rheumatic fever, and that same year, Martha’s older brother died. Both girls had to work hard at home from that point, and they were both tomboys who loved hayrides, roller-skating, and swimming in the James River. Martha also taught Janice sign language, which she had learned in order to communicate with her deaf cousin. The two girls used sign language to talk to each other without their brothers knowing what they were saying.

			Janice was a good student who earned A’s. The only problem she ever had with her teacher was the day she was given her first phonics book and completed all the exercises that very day, much to the exasperation of Mrs. Smith, who had planned to use the book through the rest of the school year.

			A field trip with the Prairie View class left a strong impression that would resonate many years later in Janice’s life. The students visited a state institution, and during the trip Janice met a little girl who was playing alone with her dolls. When Janice tried to play with her, the nurses told her she couldn’t, and she had to walk away. Later, Janice learned that the children at the home were mentally retarded and had been separated from their families for that reason. At that young age, she felt that it was wrong for a child to be committed to an institution because of a disability—one that she had not even perceived in the girl as an innocent child herself.

			Every year, Janice moved back a row at school when the new six-year-olds took over the front row. But she never
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