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  A FAMILY’S DETERMINATION


 
    I met David shortly after my first child Arlo was born. Arlo’s Down syndrome diagnosis had floored me, mostly because I had never met anyone with the condition. David was like a ray of sunshine. Not only did he offer a glimpse of how spectacular my son’s future could be, he became my first friend with Down syndrome. We advocate together, celebrate together. He has become part of my life as a peer, an equal. He is paving the way so my son’s generation can be truly included without having to fight so hard for it.


  —Erin Croyle, writer and journalist1




  Things were not easy for my parents when I was born in 1977. They were graduate students in Madison, Wisconsin. They were pursuing PhDs at Wisconsin University, where they first met. Dad was studying nuclear engineering, and Mom was studying educational psychology. I am pretty sure they had not planned on having a baby in the midst of their studies.


  I was a surprise first child. That’s a challenge to start with. I was born with Down syndrome, and that was also an unexpected surprise. Neither of my parents had ever met anyone with Down syndrome or even with an intellectual disability. Almost everything about me was new to them. They were not prepared.


  Society was not prepared, either. Their baby was born into a world where people with intellectual disabilities were rarely seen in public and seldom regarded as worthwhile. The phrase used to describe our condition—mentally retarded—was ugly and demeaning. Even the clinical word used to describe people with Down syndrome—mongoloid—was offensive and racist.


  New civil rights laws had already lifted up and empowered many parts of U.S. society, but those laws did not address society’s attitudes toward me and others with intellectual disabilities. The idea of having someone like me learning in a regular classroom in a public school wasn’t even on the table then. Mainstreaming and inclusion were uncommon terms, even in the disability community. Mom and Dad were highly educated people who wanted to work in complicated and challenging fields. Whatever dreams they had for their first child changed suddenly on September 17, 1977.


  “MY BABY IS BEAUTIFUL”


  My mom has often told me the story of the day of my birth. It was early fall in Madison. The leaves were turning warm colors and falling to the ground. It was breezy and sunny, a beautiful day. She was thirty-three years old and ready to be done with an eighteen-hour delivery. My dad was a “super coach” who had attended Lamaze classes with my mother so they would be well-trained and ready for the delivery. The night before my birth, St. Mary’s Hospital had been busy with ten other deliveries. There were lots of happy couples and crying babies, and nuns and nurses tending to both with contented professionalism.


  I made my entrance into the world crying, like every other baby. I was a solid six pounds, eleven ounces. Happy couple, crying baby. Just like everyone else. But the nurses showed signs that something was different. Something was wrong.


  Moments after I was born, my mom could see concern in the faces of the nurses and doctor. That planted an uncertain fear in my new mom. As she remembers it, their gowns were growing whiter, more antiseptic, and their faces were turning pale. The joy my mom felt began to be tinged with confusion and worry. The nurses gathered around me, fussing with me, retreating little by little from my mom’s bed, fading away, talking in quiet, urgent terms, and escaping eye contact.


  Finally, they took me away. The room was silent.


  My parents were alone, uncertain, and unprepared. After what felt like an eternity, the doctor came back and told my parents, “Your son has Down syndrome. I am so sorry.”


  After a moment of silence, my mom replied, “My baby is beautiful.”


  The next words they heard were, “We will have someone from social services come talk to you.”


  My mom then asked to see pictures of children and adults with Down syndrome. She felt a need to meet people with Down syndrome to see what they were like. There were no photos of any babies who looked like me. I am told that a first child is a mother’s dream, so why were there no pictures of happy mothers with their babies with Down syndrome? While I was away being examined, my mom was hearing nothing but kind words that weren’t at all helpful in understanding what she and Dad would be facing.


  
  Down Syndrome 101


  Down syndrome, or trisomy 21, is a genetic condition in which a person is born with three copies of chromosome 21 instead of two. That extra chromosome affects every cell in my body. It’s not hereditary; it’s a problem that occurs in the womb. People with Down syndrome have many physical features in common, but the most distinctive may be our eyes, which are a bit almond-shaped. Down syndrome causes intellectual disability. There’s a wide range of ability in people with Down syndrome, just as there is a wide range of ability in everyone. Oh, and Down syndrome is named for a British man named John Langdon Down, who named the condition that bears his name in 1862. The name has nothing to do with up or down, but it definitely has its ups and downs.




  The news of my condition was hard on both of my parents. My mom did not believe the nurses or doctors and was in denial. My dad was in tears. He left the hospital that afternoon and returned to our apartment. He started calling family, relatives, and friends to share the news. He heard many people say, “I’m sorry,” but no one said, “Congratulations.” He remembers that to this day.


  Everyone my dad talked to on the day I was born genuinely had good intentions. They wanted to help and be supportive but felt awkward about congratulating him. To show support, that afternoon my paternal grandmother drove from Illinois to Wisconsin to help.


  My dad couldn’t sleep when he went home that day. He returned to the hospital to spend the night in the empty bed next to my mom. The nun in charge said it was fine, as the extra bed was not being used by another mother. She understood that my parents needed some privacy and needed to hug and talk. The unknown is always scary, and maybe they did not know what to think or say. They were at a loss for words. My mom said she felt guilty and asked my dad if he wanted to leave her. He was astonished she would even think about it.


  Remember, this was the 1970s. People like me were sent to institutions in those days. We were supposed to be hidden, put away, and forgotten. And that is what the folks from social services recommended. My parents turned them down flat. I was their baby, their first child, and they would love and care for me.


  That decision has made all the difference in my life. I will always love them for that.


  Their decision made a difference in their relationship, too. They bonded that evening after deciding to take their little bundle home, love him, and give him the best care they could. They became stronger together. They were given a mission and were determined to make it work.


  ONE BIG CHALLENGE AND MANY LITTLE ONES


  The shock of my Down syndrome diagnosis was still fresh and present in the minds of my stunned parents, but they knew now that I was theirs to take care of forever. And there were concerns to deal with right away. Down syndrome or not, I was their baby, and they were focused on what I needed.


  I arrived two weeks early, and I was yellow from jaundice because my liver was still a bit underdeveloped. I had to spend quite a bit of time at the hospital out of my mother’s arms under special lights in an incubator. The doctors determined that I also had a congenital heart defect typical of babies with Down syndrome. Mine is called a ventricular septal defect (VSD). It’s a hole in the wall between the heart’s lower chambers. The doctors used a catheter to check the size of the hole and did not think surgery was needed. They monitored me closely to see if the hole would close by itself or stay the same small size. By the time I was ready to leave the hospital, the doctors were confident the heart defect was small enough that I would be okay. Although I received jaundice treatment at the hospital, I was still yellowish when my parents took me home.


  
  My Heart


  That little hole in my heart has stayed with me, but it didn’t keep me from a very active childhood and a life of sport and exercise. I remember many visits to the cardiologist throughout my life—every month in the first year, then every three months, then once a year, and now once every three years. My hole never got bigger, and my heart grew stronger, so no surgery was ever needed. I still get it checked every three years.




  At our house in Wisconsin, my mom would put me naked on a blanket next to the window where there was good sunlight to help me regain strength. She would also nurse me, and that was hard, as I would constantly fall asleep. I lost quite a bit of weight and was down to five pounds. It took a while to regain weight and begin to grow steadily. My parents worked hard figuring out a way to give me a boost. During the next few months, I improved, but I kept having a sharp cough from the croup. I had to be taken to the hospital a few times to sleep in an oxygen tent while the infection played out. Despite everything, I started to thrive, and slowly but surely I grew stronger.


  A COMMUNITY OF SUPPORT


  Many of my parents’ friends came to visit and meet me. My mom and dad’s family traveled many miles to spend time with me. They all saw me as a beautiful, happy baby. In Wisconsin, we lived in a friendly neighborhood near campus where people checked on one another and were willing to help. We also had friends from the university who were part of our community of support. People gave me lots of gifts, especially stuffed animals. I got all kinds of bears and puppies, but my favorite was Bucky the Badger, the official mascot of the University of Wisconsin–Madison. I still have him after all these years, and my four-year-old nephew Mason and my niece Mira play with him.


  My parents were graduate students with demanding requirements for becoming doctoral candidates. Having a child with Down syndrome was stressful and time-consuming. My mom took a break from her studies and dedicated herself to taking care of me. My dad slowed down his research as well to provide support.


  Being born on a university campus had lots of advantages. We were surrounded by brilliant and caring minds, curious folks who enjoyed pursuing solutions to problems. Access to the best doctors was easy. For example, a few months after my birth, my parents and I met with Dr. John M. Opitz, a famous, tall, and slender geneticist at the University of Wisconsin. He was the first celebrity I met in my life.


  During our visit, Dr. Opitz held me so that my entire body fit perfectly in his big hand. He had the largest and longest hands, and he used them to slowly and meticulously identify the forty-four physical traits of a person with Down syndrome.


  I showed all of the traits of a typical baby with Down syndrome, so there was no question about my diagnosis, even before the blood test that confirmed it. My dad was interested in learning all of the details. I think it was too much for my mom, however. She did not want me to be an object of diagnosis.


   
  A Star in Medical Genetics


  Dr. Opitz was a pioneer in the study of how genetics affect the human body. He began his residency and then completed his fellowship in pediatrics at the University of Wisconsin soon after graduating from the University of Iowa in 1959. He studied under Klaus Patau, PhD, a plant cytogeneticist, and David W. Smith, MD, a pediatric endocrinologist who is considered the father of dysmorphology—the study of structural defects, particularly congenital malformations in people. Dr. Smith introduced Dr. Opitz to a facility in Wisconsin where children and adults with severe mental disabilities lived. Soon thereafter, he began his life’s work of learning to recognize physical and biological signs and symptoms of disorders. Dr. Opitz founded the American Journal of Medical Genetics in 1976, becoming its first editor in chief and remaining in that position until 2001. The first volume appeared in 1977, the year I was born.2




  Although Dr. Opitz is widely known for identifying and discovering genetic disorders, he said identifying genetic syndromes was never his main goal. Rather, he said, “My goal simply was to care for the patients and their families.”3


  When my mom asked if she would be likely to have more babies with Down syndrome or other conditions, he responded that at her age, the chances were very high. But he gave her a grin and said, “It would be selfish not to have more kids. David needs siblings.” (I am glad my parents followed that good advice. I have three younger siblings now.)


  My mom was new to motherhood and knew nothing about it. She was scared of the unknown and worried about what people thought. I was tiny, and she did not want strangers to ask her too many questions—How old is he? Is he nursing? Is he your first baby?—when she took me to the store or park. I looked three months old when I was five months old. Her initial fear and sense of isolation were quickly transformed into determination. She believed in her child’s ability to be happy and have a life worth living, a life that matters, a life like anyone else, a life of his own, and a life that would leave a mark wherever he goes.


  MY LIFE IN PICTURES


  My parents have told me many stories about the early days of my childhood. They have six albums of me from the first two years of my life. (My brother, Marc, who is twelve years younger than me, doesn’t have any!) Mom had a playgroup that met once or twice a week at our apartment. One of the children there was born on the same day as I was and in the same hospital, and his dad was a colleague of my mom’s. The others were children of graduate students who lived close by. Based on these photos, which I’ve seen countless times, I was happy to be surrounded by my peers even though they were bigger and stronger than I was. They would crawl all over the place, and I would try hard to mimic their actions, even if I could not keep up with them. I enjoyed the playgroup and must have learned a lot. I had fun.


  In that first year of my life, my parents were consumed by paying attention to every detail to ensure my well-being. I was baptized at home by the same two Catholic priests who married my parents at St. Paul’s University Catholic Church at the University of Wisconsin. Believers and nonbelievers attended the ceremony, which was followed by great food and camaraderie. My mom’s PhD advisor, Professor M. Vere DeVault, was named my godfather. My mother’s best friend and first roommate at the university, Alice Woll Erickson, was named my godmother. Alice is still a good friend of the family and stays in touch. Professor DeVault has passed away. The group of friends who came to the baptism are still friends today and come from several different countries. I am glad that I was exposed to an international community early on in my life.


  My pediatrician, Dr. Ordean Torstenson, was also a wonderful person. He helped me by teaching my parents ways to get my strength back after losing so much weight. It was good for them to get his advice about things they could do right away to help me. Dr. Torstenson showed them that in most ways, I was like other babies. I could get stronger, and they could help.


  EXPERTS IN OUR OWN BACKYARD


  It helped to have world-class experts in child development nearby. Those experts were at the Waisman Research Center, part of the University of Wisconsin. Early in my childhood, I was a subject of research by physical therapists, occupational therapists, and speech and language specialists. The researchers wanted to watch me as I developed because they could look at the way I grew and learn something about the way other people developed. (I happily went along with this as a baby and toddler, but I have chosen to be involved in research in my adult years, as you will see in a later chapter.)


  There were hidden benefits to my parents having these experts close by and involved. For the first time, they found out they could improve many of the things that made me different from kids my age who didn’t have Down syndrome. Those other kids progressed through stages of development quicker than I did and with less focused help.


  But I did make progress. I went from swimming in place on the floor to crawling (to walking, to running, to swimming, to playing baseball, to playing basketball—stories for later). Two researchers, Dr. Ana Doodlah and her student Rita Holstein, were also experts in muscle movement and physiology. They taught my parents exercises to help but also why those exercises were helpful. For two parents who yearned to know the reasons why things happen in the world (especially my dad), that knowledge was a gift. When you understand something better, you fear it less. When you can look at something big and seemingly impossible as a bunch of smaller, doable things, you start to feel a sense of control and accomplishment. That’s what happened. Down syndrome started to feel like something they could handle. Every new thing they learned to manage was one less thing to worry about.


  I was just a baby, untroubled by any of those grownup concerns. But I learned, too. My dad put my favorite toys just out of reach, and I struggled to move to get to them. Every time I was able to get my muscles to move together and lurch forward, I was learning about doing things for myself. That’s something my parents did on purpose, right from the start. They wanted me to learn to help myself and not feel helpless. They had taken on big challenges in their lives, and they wanted me to feel comfortable with taking on challenges, too. Learning to crawl was lesson one of many.


   
  The Bean Connoisseur


  Rita Holstein, from the Waisman Research Center, started working with me when I was twelve months old. She focused on my fine motor skills, which involve the little muscles in my hands and fingers. Grasping and picking up things was one of those skills. As an exercise, she laid out raisins and beans for me to pick up. It was difficult for me to pick up those pesky raisins. I was nicknamed the “Bean Connoisseur,” as I could only grab the green beans. Rita would also ask me to build towers out of blocks. In some research note somewhere, it shows I very much preferred throwing blocks to stacking them. It was a hard task but worth the effort, as I “picked it up” as time passed.




  JUST ONE OF THE KIDS


  My mom was off from work during these crucial first months of my life. She read to me every day. Winnie the Pooh and Goodnight Moon were our favorite books to read together. She spent lots of time with me and was always searching for opportunities that would benefit me. The playgroup was fun, but it was getting to be time for my mom to get back to work on her PhD.


  She asked around for recommendations for a nursery school near us. That’s how she heard about Kiddie Camp, a place for kids with intellectual disabilities. Mom and Dad decided to try it out. It was a half-day program, and Mom would drive me to the camp. She says dropping me off was hard on her. She would peek through the windows to watch what I was doing inside. I was a happy kid, and the teachers were kind. There are photos of me reaching out when Mrs. Goussman would blow bubbles for me to catch.


 
  A Good Idea, Then and Now


  The Waisman Early Childhood Program has grown from having twelve kids in one classroom to being an accredited preschool. It serves one hundred fifty kids in six classrooms. The school has a variety of staff and professionals dedicated to full inclusion, and they give children a great start in life no matter their diagnosis and condition. Every child is gifted in some way or another. The earlier you explore their talents, the sooner their abilities surge and blossom. I believe I am good proof that it works.




  I look happy in the photos, but Mom was not satisfied and felt that it wasn’t the right environment for me. In my playgroup at home, I had been with kids my same age. None of them had any kind of disability, and we played together just fine. That had been really good for me. Having only kids with intellectual disabilities at Kiddie Camp bothered my parents. The teachers there were great, but I wasn’t learning as much from my peers. My mom and dad wanted me to learn as much as I could and be in an environment that challenged me. They decided to keep searching.


  In the fall of 1979, when I was two years old, the Waisman Early Childhood Program opened.4 It came together based on interest from parents and children in the community, educational institutions, and professionals in education. The goal was to have a high-quality childcare and early education program that served children with special needs without isolating them. This was a new idea in the 1970s, and it was called mainstreaming. The program benefitted families who wanted a rich education for their little ones. It was also a place for professionals to learn and shape the practice of mainstreaming. My parents agreed that this was bound to be a better approach, and they were happy to work with the center to make me part of that new program.


  The first class was made up of twelve kids. There were ten more or less typically developing kids plus me, with Down syndrome, and another kid with autism. We had two teachers. One had a background in early childhood education, and the other had a special education background. Both of them worked with all of us. I loved the program, and it was good for me. We had drama, free play, blocks and trucks, music, field trips, and many other activities with our great teachers. They cared for each one of us. They even remembered me years later when I came back to visit.


  MY SISTER, MY ROLE MODEL


  Three years after I was born, my sister Teresa was born. She weighed nine pounds, ten ounces at birth and looked three months old when Mom brought her home from the hospital. My parents say that everything came easy for her. She was talking at fifteen months, and at eighteen months she wanted to join me in the Waisman Early Childhood Program. The minimum age was two, but they made an exception for her. She flourished there, just as I did.


  I would give her big hugs and squeeze her hard to let her know how much I loved her. I learned so much from Teresa as we grew up together. She developed skills quickly. It wasn’t long before she was able to do things I couldn’t yet do. She became my role model, and I imitated her as much as I could. I wanted to do everything she did. And she did a lot. We would go together to the park across from where we lived on Mendota Lake. It was great living close to the lake. Teresa loved the water and had no fear of walking into the lake. Mom sometimes had to run in after her to make sure she did not go in too deep. Our neighbor, a professor at the university, had a sailboat, and he would take us sailing on weekends.


  Life was good in Madison. We had lots of friends and supporters. My family was determined to have me succeed. The integration and acceptance they found for me in that community helped a lot. My parents had been unprepared for the unexpected. They were speechless at first and at a loss. Having a child with Down syndrome had felt like a bombshell, a crash into the unknown. But as soon as they established a routine and found methods that proved to be effective, we all thrived together. They set a goal of providing me with a life full of love. In fact, I would say that they gave me an extraordinary life full of love and opportunities. Our great start in Madison was a big part of that.


  When my dad got a job in Washington, DC, we had to leave Madison. That marked a turning point for all of us—in many ways.


  CHALLENGES


  The move to the DC area and later to the little town of Vienna brought good opportunities in the long run, but there were a few challenges. I had some good and some not-so-good teachers. The transition to Vienna started out wobbly and ended well. I have great memories of a wonderful teacher there who understood inclusion and was willing to take a few risks to make sure that I and others in my class had a chance to be integrated with our peers. (I tell that story later.)


  Transitions are the milestones and turning points that involve new people, places, and situations. I’ve had a few of those crucial and interesting experiences throughout my life’s journey. These transitions were growth experiences for me and our entire family.


  I give my parents and everyone who has accompanied me on my journey a high five and an A+ for effort. Everyone was determined to see me succeed. They helped me beat the odds. We proved so many people wrong about the capabilities of people with Down syndrome.


  There’s a lesson I’ve learned in my life that is worth sharing: I want every parent of a child with disabilities to know that if they believe in themselves and their child, they will find ways to do things as a team that might surprise the world—and themselves. Challenges are opportunities in disguise, but you have to meet those challenges and try—and maybe fail—before you can really see the challenges in context.


  What seems like an obstacle or hurdle may become a chance to take a new path that didn’t reveal itself at first. You can beat the odds by recognizing that the “odds” are based on what others have done before. An unlikely outcome can be made more likely through persistence and determination. And remember that some barriers are based on assumptions. When you test an assumption—when you give it a good poke or a rattling shake—sometimes the assumption falls apart and you find it’s not a barrier at all.


  My parents were told about all kinds of barriers I could face in my life. So were many other parents whose children with Down syndrome ended up in institutions. They were kept in place by sterile concrete walls and the low expectations of society. Only one of those barriers was real.
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  IMAGINING THE POSSIBILITIES



   David implored my colleagues to include people with disabilities in our work, speaking movingly about the importance of working with—not about—people with disabilities to tell a different story, a story about what is possible.


  —Nicki Pombier Berger, oral historian1




My family has always imagined the possibilities for me throughout my life. I was born in the 1970s. Society at that time did not offer people with intellectual disabilities many options. That didn’t stop my parents from looking for opportunities for me. And when an opportunity didn’t exist, they tried to create it, one way or another.


  Early on, they thought about where I should go to school. The options varied a little but not much. Education laws were different from state to state. School systems were different from county to county. And how laws and policies were used could be different even from school to school.


 
  Inclusion Is More Common Today


  Today, many educators believe that inclusion in the classroom is important. They understand that students both with and without disabilities benefit in meaningful ways. Families nowadays still have to work hard to make sure their children with disabilities are included in regular classrooms. We’re getting there. But we still could do better.

  


  Everywhere my mom and dad looked, choices for me were limited. But their hopes for me never were. We’ve come a long way since then. Thanks to the work of many, we are more accepting of differences. When Congress reauthorized the
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