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Dedicated to my daughters.




Some people are so much sunshine to the square inch.

—Walt Whitman

I love you so much to the square inch.

—Sarah Wellington







Foreword


WHAT CAN YOU SAY about a woman who dared to believe in her daughter on the autism spectrum when others saw only limitations? What can you say about a woman who dared to take a road less traveled to help her daughter thrive?

Here’s what you say about Jenny Briggs, the mother of Sarah and the author of Watching Sarah Rise: A Journey of Thriving with Autism: she is brave, daring, passionate, and persistent! I honor her love and deep caring for Sarah while giving all of herself during this journey that has led to Sarah’s rising.

Who am I to comment and share with you, dear reader, about the uniqueness of Jenny’s and Sarah’s inspiring journeys? My name is Samahria Lyte Kaufman, and with my husband, Barry Neil “Bears” Kaufman, I created an unconventional, intensely respectful, and loving methodology called The Son-Rise Program® to help families and parents transform themselves and their children on the autism spectrum.

When I was thirty years old, I gave birth to my third child, Raun. Within the first months of his life, it was clear that our son was different. At the age of two, he was diagnosed as severely autistic, with an IQ under thirty, and we were told he would never be able to talk and develop normally. The suggestion from professionals was that Bears and I focus on and be happy with our two daughters and that we consider placing our son in an institutional, residential facility. When we saw the harsh, adversarial methods being used with children in the facility to try changing them, we realized that we would never subject Raun to the behavioral techniques that professionals and educators used at that time. Instead, we created our program based on an attitude of deep respect and love for him and all aspects of his autism. We had no expectations. We would take it one day at a time. We would be open to all that was Raun!

So I began our program with Raun in a quiet, nondistracting universe—our family bathroom—working twelve hours per day, seven days a week. At first, I had no idea what to do, but Bears and I had three deep convictions:

Though others saw limits for our son, we knew nobody could predict the future. We would not be scared by what professionals told us would not be possible.

We decided Raun was always doing the best he could in trying to take care of himself—and that included his strange, repetitious behaviors, like rocking his body and flipping his hands, which professionals told us that we should stop him from doing.

We committed to joining his world; we would do what he did so we could understand him more and show our love and acceptance of him. We wouldn’t move against him. We wouldn’t be adversarial. We would engage him in his unique universe. Perhaps, with such love and acceptance, he would one day be inspired to join us and take steps out of his world—and into ours. And that is exactly what Raun eventually did.

Our lives were consumed and enhanced by this beautiful journey and by those who volunteered to learn and be a part of Raun’s universe. Our intense program continued for three and a half years. Against all expectations from the professional community, Raun grew into a highly social, very verbal young man, bearing no signs of his original challenge with autism. He graduated from an Ivy League university; wrote his own book, Autism Breakthrough: The Groundbreaking Method That Has Helped Families All Over the World; owns his own business; teaches families and professionals to help children on the autism spectrum with their challenges; and travels the world doing seminars and podcasts. He is also joyfully married.

Bears wrote a book about our journey with Raun called Son-Rise: The Miracle Continues. An award-winning NBC movie was then made about our adventure called Son-Rise: A Miracle of Love.

After the completion of Raun’s program, Bears and I created the Option Institute® International Learning and Training Center, which offers transformational programs for adults with challenges in their lives—covering such areas as relationships, parenting, women’s issues, past traumas, health, and happiness. We also founded the Autism Treatment Center of America®, where we and our staff have taught the Son-Rise Program for over forty years to parents and professionals. As of this writing, over forty-five thousand people worldwide have come to our campus to learn how to help themselves and their children. Several million people have been touched by our teaching through our books and outreach programs worldwide. One of those people is Jenny Briggs.

For me, Jenny is a very special person. I have known her for twenty-five years through courses, dialogues, and her training at the Autism Treatment Center of America. Using that training, she ran her own Son-Rise Program for Sarah. Jenny’s dedication abounds as she shows up, trying one thing after another, no matter what, to discover the depths and gifts of having a child that’s different. I celebrate her.

She climbed her own personal mountain, and you will be inspired to join her in that beautiful and imperfect journey. Jenny writes this memoir from the heart, which makes this book even more special. Sarah grows and changes in the most remarkable ways, as does Jenny.

This book will also be a heartfelt journey for you, dear reader; it offers you the opportunity to grow and change yourself in the most wonderful ways.

Samahria Lyte Kaufman is the cofounder and cocreator of the Autism Treatment Center of America, The Son-Rise Program, and the Option Institute International Learning and Training Center.






Introduction


SARAH IS A FEISTY, stubborn, creative, kind, funny, snuggly, determined individual with a chromosomal difference when compared to neurotypical people.

Sarah’s chromosomal blueprint resulted in delays in all areas of development, such as learning to pick her head up when doing tummy time, eating solid food, reaching for toys, rolling over, sitting, crawling, walking, and talking. We had no idea if or when she would meet these developmental milestones. By six months, we knew Sarah was different from her peers. We saw what they were able to do that she could not, but we didn’t receive a diagnosis until she was one year old.

Her genetic diagnosis frequently comes with behaviors associated with autism, which is the case for Sarah. Autism has a wide range of how it presents in people. Eye contact can be fleeting or not what people expect from a social interaction. Social cues may go unheeded. There can be a strong interest in one subject to the exclusion of all other subjects. Behavior can be controlling, exclusive, and repetitive. This book is about the beginning of Sarah’s story of growing and learning beyond expectations, conveyed through my experiences as her parent.

I am Sarah’s mom. I am blessed to have Sarah as my daughter, and I am just as feisty, stubborn, and snuggly as she is. In college, I became certified to teach English literature before deciding that it was not for me. Instead, I found my calling as a massage therapist and as an Alexander Technique teacher, both in private practice and teaching at a massage school. The Alexander Technique is a simple yet deeply nuanced approach to living more comfortably. Sometimes, it is labeled as bodywork, and people associate it with posture, but really, it is about how you think about how you move, exist, and interface with your world. It is about noticing your habits so you can consciously make changes if the habits no longer serve you. There are so many tiny choices we make without knowing we are making them, and each impacts how comfortable we are at any given moment. The Alexander Technique is aimed at helping a person be more efficient and at ease in any situation. It meets a person where they are in a loving and supportive way to help them become their best self. This is similar to the Son-Rise Program.

The Son-Rise Program is an approach taught by the Autism Treatment Center of America (ATCA) that lovingly and impactfully connects with people with autism. ATCA teaches parents to develop programs for their children, often with dedicated focus rooms and teams of volunteers found and trained by the parents. ATCA supplies information and techniques to help foster connection, language, eye contact, and interactive attention span through one-on-one, child-led play. Parents run programs based on what works for their lives and timing, ranging from two hours to forty or more hours per week. It can be an intense undertaking but can have an enormous impact.

Running a full-time Son-Rise Program was probably the most important and meaningful thing I have ever done in my life. This book is a journey through the incredible life-changing experience of running a Son-Rise Program for Sarah. My husband, Carl, and I decided to call our program Sarah-Rise to honor the program as well as our daughter. As you will see in the following pages, my parenting was never what I would deem perfect, but it didn’t need to be.

That is what I hope you gain from journeying with us—the understanding that you do not have to be perfect to make significant changes that impact you and your loved ones. There is help to be had. There was support for parenting Sarah, beyond my wildest dreams, once I was ready to dive into the training and ask for volunteers. There are no guarantees, but there is an abundance of hope that hard situations can become easier, that language can be on the horizon even if no words are currently forthcoming, and that anything seemingly impossible could, in fact, be a little bit possible.

I wrote this book because I want to share our story, the mundane and the miraculous. Maybe our experience will bring hope or help to others. Maybe other parents will read of our successes and struggles and recognize themselves. Maybe someone will be inspired to learn more about The Son-Rise Program. Maybe hearts that are hurting and longing will hurt a little less.

I want to share how completely fallible and imperfect I am to show you that you can be that way and still run a kick-ass program for your child. You can still show your overflowing love in abundance even if you have days when you think you might get a divorce if you were married to your child.

I want you to feel that you can trust yourself. Even when something feels daunting, if you decide it is the thing to do and you embrace that with your heart and soul, then you can make it happen, and the help will follow. You can trust yourself if something feels like it would be too much or not the right fit. You don’t have to do it all, and you don’t have to be someone other than who you are.

My husband and I have had a profound journey with Sarah, in large part due to our decision to run Sarah-Rise. I have seen the goodness of humanity in the way people show up for Sarah, for me, and for our whole family. I marvel that I can be the recipient of so much goodness. The most inspiring, loving, creative people came into our lives, some of them staying with us for so many years that they are akin to family. It astounds me and touches my heart every time I think about it. Without Sarah being who and how she is, I don’t think I would have had my heart warmed and opened in such a way. I stretched myself in ways I could not have previously imagined. Sarah-Rise is the best and most helpful thing I ever did for Sarah, for our family, and for myself. If I could go back in time and change anything, it would be to start my Son-Rise Program training sooner.

I also want to share the general picture of our experience and Sarah’s path with various challenges, as well as the specific stories born from my weekly updates, which I have been writing since Sarah was almost five. I started these updates when I started in the Sarah-Rise room. I’ve learned that my words have been helpful to others; they’ve told me they felt less alone with their emotions and struggles after reading because I gave voice so honestly to my own. The updates preserve my memories and experiences in real-time, so what follows is not rose-tinted by memory but is essentially as raw as when I lived it the first time. My writing can serve as a window for you to see the reality of our playtimes, how phenomenal our progress was, and how exhausting and draining parenting can be, especially parenting a child with special needs. I prefer the use of “special needs” over “disability,” though I know others prefer the reverse. I do not see that there is anything wrong with Sarah; there is no “dis” about her, but I do believe she needs extra help and support, which is precisely what “special needs” indicates for me.

Autism and genetic diagnoses span such a continuum that our story can’t be used as a blueprint. Every journey will be different. There is no guarantee that The Son-Rise Program will bring changes in language or easy social interaction for every participant, although that has happened for many families. But I hope our story can touch your heart, soften judgments you may have about yourself, and help you see your situation with new eyes. Maybe it can help you see a diagnosis with new acceptance and give you renewed determination. I don’t believe that any prognosis is set in stone.

I would be remiss if I did not acknowledge that there is controversy around autism and whether it is respectful or appropriate to consider it a condition that should be treated. The most important truth for me is that I want to give Sarah as much support as possible to flourish and thrive as her best self. I want her to know how deeply she is loved. The Son-Rise Program helped me communicate that love in a way that empowered Sarah and everyone who was blessed to be part of the program.

I have no idea how much Sarah will learn or what new capabilities she will achieve. She doesn’t need to change at all for her to be an important, beloved part of society. She already gives love, brings joy, and has meaningful connections with people. Isn’t that what most of us want anyway?

This book is focused on Sarah, so other family members do not get nearly the same spotlight, and I ask you to forgive the omission of many wonderful details, especially about Sarah’s sister, Amy. Amy is the best sister for Sarah that I could ever imagine or create in my dreams. She has been an excellent model for helping Sarah to play. Amy is neurotypical, and there is no diagnosis to explain what a snuggly, kind, gentle, creative, funny, energetic ball of wonderfulness she is.

Carl is my loving, kind, smart, funny, patient, curious, and thoughtful husband. He is often a cool cucumber surrounded by one, two, or three hot peppers. Carl and I work extremely well as a team, and we delight in each other’s presence and mind. Our senses of humor are aligned so that I often feel like he tickles my brain. He can help me laugh even when things feel awful. He will also sit with me and listen to my tears without offering suggestions, a gift that I requested early in our relationship. While I was the one to lead the Sarah-Rise venture, I could not have done it without his enthusiastic support.

There are many volunteers, specialists, sitters, and family members who have been, and continue to be, extremely important parts of our journey. It has certainly taken a village to get to where we are now. To those who read my weekly updates and asked when I would write a book . . . here it is.






1The Beginning
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SARAH’S ENTRANCE INTO THIS world was slightly fraught, my motherhood plans going awry at the earliest opportunity. I intended to give birth without medication. As it turned out, my psyche wasn’t up for handling that. I went into labor naturally, but I had preeclampsia and needed magnesium. Things weren’t progressing, so the next step was Pitocin. At that point, I asked for an epidural, knowing that I couldn’t remain my same self if I didn’t have help. Sarah’s heart rate wasn’t responding well when I pushed, and soon, I found myself on my hands and knees, breathing into an oxygen respirator. Suddenly, I wasn’t so confident about giving birth to a live baby, and things started feeling surreal. How was this me in this moment worrying about my baby?

Within about a minute of things not going well, a special team was in my room with forceps. My midwife stayed by my side to help calm me. I trusted him, which helped me handle all of what transpired to get Sarah out of me, forceps, specialists, and all. Sarah was born quickly and, though tiny, seemed to be in good health.

I, on the other hand, felt like I had been hit by a truck. Due to the magnesium given for preeclampsia, I wasn’t allowed to be alone with Sarah for the first twenty-four hours, as my body was still under careful surveillance. I practically couldn’t be alone with myself since I was confined to the bed. Carl changed Sarah’s tiny diapers and gave her sponge baths for her teeny-tiny peanut self. The first two hats the hospital gave her were too big. The clothing we had for her was gigantic. Nothing fit until a friend gave us some preemie clothing. Sarah wasn’t early enough to warrant the usual preemie classification since she arrived at thirty-eight weeks, but she was a mere five pounds, five ounces.

Once we were finally at home, I questioned my sanity at having sent my mom and stepdad back to their home across the state. What was I thinking? Every aspect of existence now seemed monumentally difficult. Sitting, standing, using the bathroom, nursing, waking at all hours—how was I supposed to do this? I remember feeling more tired than I had ever felt in my entire life. One time, as I held a crying Sarah, I had a horrifying moment of looking at the corner of the dresser and thinking that if I just whapped her head against it, then my life could go back to normal, and I could sleep. The thought was just a thought. But that gives you a sense of how exhausted I was. The idea of laundry or trash was overwhelming. Carl took care of everything like that, but it was hard to let go of managing our small world in some way. Luckily, we had many friends who brought us meals, all of them having survived being new parents and thus understanding the great need for food to magically appear.

Sarah was so tiny, and my milk wasn’t coming in immediately, so the concerned pediatricians gave me a thin tube to tape to the side of my breast when she nursed so that we could supplement my milk with formula. That worked well enough until my milk came in, but it was a full team effort that required Carl’s help, pillows, and a visit from La Leche League. My neck was achingly uncomfortable from craning to see what I was doing and attempting to get Sarah positioned just right.

At six weeks old, Sarah was doing weird, twitchy things that turned out to be seizures. We didn’t know what was going on, but in my head, I bellowed to the universe, No! We will not be having infantile spasms! I knew that those were no good at all. Into the hospital we went for a forty-eight-hour EEG in a shared room with a small uncomfortable chair-bed to share with Carl. The seizures didn’t happen at all while we were at the hospital and then, blessedly, only happened a couple more times at home after the hospital stay.

After six months, we knew Sarah was different from her peers, these miraculous peers who would roll and grab for toys. How did they do that? We started down the road of tests. A CT scan and an MRI to look for hydrocephalus (liquid on the brain) or anything else amiss, a basic-level genetic test, and a lot of blood work ordered by the neurologist. In the end, the full microarray blood test ordered by the neurologist yielded results and answers.

When he finished telling me the diagnosis over the phone, the neurologist said, “Have a good day.” I’m sure he didn’t know what else to say. I felt like the floor was being sucked into a black hole underneath me and as if everything was spinning at the same time. Yet, here in this newly spinning, bottomless world, I still had to function and care for my baby.

Special Children, Challenged Parents by Robert Naseef explains that parents of children with disabilities go through the grieving process. It can be challenging because you still are caring for this person with their disability while you process the grief of them not being who you thought they would be. As I see it, your life as planned gets turned on its head, and you must function upside down, pretending that you are right side up. You are grieving and trying to pretend that you are not. I remember walking home from my neighborhood’s main street, and as my feet traversed the familiar sidewalk, I was stunned by the realization that I had a child with special needs. Me! Jenny Briggs! What? This is not, not, not how it is supposed to go. This happens to other people. Not to me.

We met with genetics specialists who told us what other specialists to see. We needed to take Sarah to a cardiologist because sometimes people with her diagnosis have heart problems. She needed an ultrasound to make sure her kidneys were in the right place. Her thyroid, eyes, and hearing should be checked annually. Luckily, her organs were in the right place, and all systems were in working order.

The geneticists also suggested that we not search online for information except to review a couple of recommended sites. While I did take Sarah to the extra appointments, I did not listen about not looking online. Or maybe I did, and the information that I didn’t want to know was on the recommended sites. I don’t remember. What I do remember is feeling like maybe I should kill myself. I haven’t ever been one to lean in that direction or even contemplate it much. And I still wasn’t, compared to how I know some people struggle. But reading about how kids with her diagnosis often don’t learn to walk, talk, use the toilet, or feed themselves was one of the bleakest, darkest moments for me. Here, we had this diagnosis with a possibly bitterly difficult prognosis but no real information about our specific case. Having a diagnosis helped me feel less guilty about Sarah’s situation, though, realizing that it wasn’t anything I did or didn’t do during my pregnancy.

While we struggled during her first year to help Sarah learn to roll over, sit, crawl, stand, walk, talk, reach for toys, and any other skills that come so easily to those with a full set of chromosomes, the biggest challenge we faced was getting her to eat enough. All went relatively well until she was six months old, and then, as my milk supply unexpectedly dwindled and she wasn’t interested in solid foods, she stopped gaining weight. At nine months old, she was diagnosed with “failure to thrive,” and we had a nutritionist come to the house, first weekly and then every two weeks, to weigh Sarah. I ran from my child needing a feeding tube like my life depended on it. Many kids have feeding tubes, and it is a great help to them and their parents. But to me, a tube felt like giving up or admitting to a disability. I was concerned that if she got a tube, then she wouldn’t have any incentive to learn to eat more by mouth.

In the hopes of avoiding a feeding tube, I scoured the grocery aisles for the highest-calorie foods regardless of nutritional value. We added powdered fat to her food. I fed her oil straight up and butter pats. She could have ice cream anytime she wanted. She could basically have anything she wanted anytime as long as she would eat. I tracked calories, measuring what was left from her super-duper high-calorie “juice” and “milk,” fortified drinks that barely resembled those words. I counted every Goldfish or hot dog bite. I would sing and dance and put on a one-woman show to entertain Sarah and get her to eat. I would walk and walk and walk with her in the stroller because she would eat better then. I would drive around and around and around because she would often eat in the car. Anything. I would do anything.

There were many moments when I felt desperate and despairing about her eating. I cried, cursed, and screamed in the kitchen. There were also many moments when I felt desperate and despairing about her ever learning to roll over, crawl, or walk. It all seemed so impossible. The desperation and struggle were present for much of her first few years, from around six months through age four. Certainly, there were also many wonderful, easy moments and times of ecstatic celebration when she rolled over, crawled, and walked. The eating gradually became easier and better, but it was so gradual that there wasn’t one definitive moment when we declared that we had crested the hill we were climbing. It was more that there were daily celebrations when she happened to eat well and easily.

When she was perhaps seven months old, I remember lying on the rug with her as she did tummy time, something she hated with a vengeance I didn’t know was possible. Instead of lifting her head to strengthen her neck muscles, she would push her forehead into the rug, beet red with rage. But every once in a while, she would be motivated to want a thing. One particular afternoon, she wanted my copy of Herbert Kohl’s 36 Children, with its distinctive black cover and white writing. She scooched toward it the teeniest bit, and it was a victory coupled with the despair of how impossibly difficult this seemed.

Though I had a supportive husband, friends, and family, I was so lonely. There were so many hours that it was only Sarah and me. While the diagnosis may have absolved my guilt at her condition, I certainly still felt responsible for her progress or lack thereof. The physical therapist, occupational therapist, and speech-language pathologist came weekly and left me with suggestions and homework—and many hours in which to feel inadequate.

My friends with babies the same age as Sarah were kind, and we had playdates, but they were coming with these perfect overachiever babies because their kids happened to get the full deck dealt to them, whereas my kid was missing a few cards. Sometimes, this was all fine, and sometimes, it broke my heart. Sometimes, I secretly yearned for a new baby to be born to a friend and for that new baby to be like Sarah in some way because then I would be less alone.

When Sarah was a year old, she could sit on her own. At eighteen months, she started crawling. By the time she was almost three, she could walk on her own. She was playing with toys. She was even eating a bit more easily. She was not talking, but she could use sign language for many things, and we made a board with pictures of food so she could indicate her preferences.

When Sarah was three and a half, we found out that Carl’s cousin was pregnant with her second child. Carl and his cousin are close in age and were close companions through their childhoods and college, and her pregnancy reinforced our desire to offer the same opportunity of companionship to our offspring. Though we had already been thinking about having another child, I had previously said I wanted Sarah walking, talking, and eating well before we made a move for more. Since she was eating enough (even if not healthily) and she was walking, we decided to go for it.

Amy was born on my birthday in March. Sarah had just turned four.

Within those first four years, we tried many different therapies for Sarah to help with many different challenges. We did occupational therapy, physical therapy, and speech therapy. We tried feeding therapy, horseback riding therapy, water therapy, conductive education, massage, Reiki, acupuncture done on me with the hope of impacting Sarah, and the Anat Baniel Method, which is gentle bodywork aimed at waking up and creating new neural pathways. I worked with a nutritionist.

Sarah received weekly speech sessions with Gregory. Gregory was a speech therapist we paid for out of pocket because he came to the house, even after Sarah aged out of Early Intervention, and had a wonderful way of basing his interactions on Sarah’s interests. The first time he came to meet Sarah, she was three. He talked and signed at the same time, and whenever Sarah made a sign or an attempt at spoken language, he said, “I hear you.” It warmed my heart, and he has been working with Sarah ever since.

We made sure our house had climbing apparatuses and a variety of toys to help with fine and gross motor skills, which was a way of allowing occupational and physical therapy development to continue through play at home. We consulted with an adviser for Gut and Psychology Syndrome (GAPS) to guide us when we tried that dietary regimen to help Sarah’s digestion. We worked with a naturopath to help with Sarah’s overall health, and we were advised on neurodevelopment. We followed the How to Teach Your Baby to Read program, which worked beautifully. We tried the related How to Teach Your Baby Math program, which didn’t work at all for Sarah.

Through everything we tried, it was The Son-Rise Program that garnered the most impactful, long-lasting changes and created a framework for other therapies to be successful.






2The Son-Rise Program


“We do not put limits on the possibilities for your child.”

—Autism Treatment Center of America

I HAD KNOWN ABOUT The Son-Rise Program since I was in college, getting ready to be an English-literature major and majorly stressing about doing well, fitting in, finding a forever romance, and the other challenges that go along with becoming a more independent adult. My mom and stepfather gave me a gift of books by Barry Neil Kaufman (aka “Bears”). One book was Son-Rise: The Miracle Continues, and the other was Happiness Is a Choice. They thought these might help me because I struggled at times with my own levels of happiness. Kaufman’s approach is an empowering one, explaining that our beliefs influence our feelings. Using the Option Process® Dialogue, Barry Neil Kaufman and Samahria Lyte Kaufman (the original Son-Rise Program parents and the founders of the Option Institute and Autism Treatment Center of America) guide people lovingly and nonjudgmentally to question their behaviors so as to uncover any hidden beliefs that may be unhelpful. I found this mightily intriguing at nineteen. Just recently, a friend pointed out how unusual my interest had been given the amount of goth culture and misery poker surrounding us at college. (Misery poker is where everyone shares what they have to deal with as if trying to one-up the others on how bad they have it.)

The summer after my sophomore year at Swarthmore College, I attended an eight-week course at the Option Institute called “Living the Dream,” which was taught by the same people who run ATCA. It was a wonderful eight weeks where I learned a lot about myself. I also put pressure on myself to be happy because I somehow twisted the message from the Option Institute and began telling myself that I should be happy all the time. That isn’t their message. In fact, they have no shoulds. But I desperately wanted to be happy all the time and thus, conversely, made myself rather miserable at times, giving myself no wiggle room to just be me. I’m still really glad that I took the course, and after some time and tears, I was able to apply what I learned about beliefs and choice while being gentler to myself when I had feelings other than happiness. The course also enabled me to spend a lot of time with the original Son-Rise Program parents. I knew that they were trailblazing, loving, inspiring people who had helped bring about incredible changes for many families. In the world of parents who decide to run Son-Rise Programs, Bears and Samahria are celebrities. I was so deeply moved by the Son-Rise story when I was in college that I sort of wished I would eventually have a child with autism so I could run such a life-changing program.

While I knew that The Son-Rise Program was used at least once to help a child with severe feeding issues, by the time I was struggling with Sarah’s delays and feeding issues, I was reticent to try The Son-Rise Program. I didn’t think it was the thing for Sarah, or, if I’m even more honest, I didn’t think I could do it for Sarah. I knew from my college days that The Son-Rise Program would be a huge undertaking, which was hard to contemplate when each day felt like a giant hurdle that I was unsure I’d be able to clear. I was daunted, overwhelmed, and not ready to turn to this resource that was essentially sitting in my back pocket. But by the time Sarah turned four and was still not talking and not reliably making eye contact, I reconsidered.

Sarah had some moments where she was doing repetitive behaviors and seemed to be unreachable, as if in her own world, and I thought that maybe The Son-Rise Program could help. I started with a free consultation call with the Autism Treatment Center of America to discuss my situation. I explained Sarah and our life, and the family consultant encouraged me to make plans to attend the training. He explained that after I had completed the training, I could design a program that worked for my family.

ATCA does offer intensive programs where a family brings their child to ATCA, receives training and feedback, observes The Son-Rise Program staff playing with their child, and receives help to unpack their own belief baggage that may be a hindrance to their goals. However, the consultant encouraged me to do the training and start my own program before considering an Intensive because it was important to see that I could make a difference on my own. In all honesty, I originally spoke with Carl about The Son-Rise Program by saying, “Maybe I should just take Sarah up for a weeklong Intensive and let the ATCA people fix her and her eating struggles.” I was desperate for anything to get Sarah enough nutrition to support whatever she needed for language to develop, but after my phone consultation, I realized it was not going to be a quick fix. Sitting on the couch with Carl the evening after my phone call, I hiked up my emotional bootstraps and started making plans to attend the training course in person.

Bears and Samahria initially developed The Son-Rise Program to help their son Raun. Raun was on the autism spectrum and was intensely in his own world. Instead of stopping his repetitive behaviors—as so many therapies sought to do—Bears and Samahria decided to join Raun in his behaviors. They wanted to understand him and make sure he knew he was loved. They used his isms (exclusive, repetitive behaviors) as a way to build a bridge of connection. (Many people refer to such behaviors as “stims,” while ATCA refers to them as “isms,” as do I.) One way to understand The Son-Rise Program approach to connection is as follows: If I am watching my favorite TV show and you come over and tell me I should come watch your show instead, I will probably ignore you. But if you sit and watch my show and love it too, then I will be more apt to trust your recommendation of what to watch next—your show.

Samahria and her team of volunteers spent twelve hours a day, seven days a week, in a distraction-free room playing one-on-one with Raun. She and Bears developed innovative ways of connecting with Raun and building upon that connection to help him process the world more easily. He eventually was able to engage completely and easily with others and became the global director for the Autism Treatment Center of America, where they teach people to run Son-Rise Programs of their own. What follows is my specific path with the Son-Rise Program I ran for Sarah.

Carl and I talked about all that would be involved with my going away for a week for the training and to set up a program. First, I wasn’t going to bring Sarah with me. The Son-Rise Program Start-Up is just for grown-ups. I had never been apart from Sarah for so long, which was a big deal, and it would be a big deal to come home and set up a program, too. Carl worked a very full-time job and often traveled for work, and while I had his support in all of this, it was going to be me at the helm.

The first step was the training.

Since Amy was only five months old and still nursing, I couldn’t be apart from her for a week. My mom, known as Mom-Mom, came with me to Sheffield, Massachusetts, to help care for Amy while I attended class. Carl’s sister Sonia, who lived in Seattle, flew to our home in Pittsburgh to help Carl with Sarah. It was a team effort, as everything has been since that very first week I was away. My mom, Amy, and I stayed at a bed-and-breakfast a few minutes away from ATCA and the Option Institute campus where the training took place. The three of us ate lunch and dinner on campus, but I attended class by myself.

Over the next two years, I attended two more weeklong training courses. They were easier than the first course because Amy was older, and I didn’t need to nurse her on my breaks. I rented a house for the three of us twenty minutes away. My mom and Amy had adventures during the days, and Amy and I reconnected for snuggles and play in the evenings.

You may be wondering why I brought Amy and not Sarah to my trainings. Amy was fairly easy to care for, as she always has been and continues to be. Not that she doesn’t have her challenging moments, but Sarah was and is more challenging. I wanted to be able to focus fully on learning to support Sarah without the stress of parenting her. It also would have been difficult for my mom to care for both kids in spaces that weren’t our own home and were without other supports. The weeks of training turned out to be wonderful bonding times for my mom and Amy, as well as a good opportunity for Carl to fill my shoes regarding Sarah and have more focused time with her. It also allowed Carl’s sister, Sonia, and Sarah to have lots of one-on-one time together before we even knew how much of a role Sonia would come to play in our future program.

On the first day of training, I hugged and kissed Amy and my mom, left them in a small, slightly awkward sitting room, and headed over to the building where the training would take place. It was a new building that hadn’t been there when I attended the Living the Dream program in college. While the campus was familiar, everything also felt new, and I was a little nervous as well as excited. I entered a large room filled with BackJacks (aka floor chairs), blankets, tissue boxes, and many parents seated with their notebooks and ready attention.

We listened to various teachers, including Bears and Samahria Kaufman, Kate Wilde, and William and Bryn Hogan. Kate had been part of ATCA for many years. She was one of the primary teachers during my time there and has since written multiple books about Son-Rise Program strategies. Bryn is Raun’s sister and participated in his program. She and her husband, William, also ran a program for their adopted daughter. Their daughter had autism, and the program helped her develop fluent language and an easy comfort with neurotypical interaction. Everyone who spoke during the training was inspiring, and I learned many specific techniques that seemed simple and obvious once stated yet were not things I had thought of on my own.

Throughout the week, the facilitators made space for us to share our feelings and our experiences thus far parenting our kids as we explored what worked and what didn’t. I hadn’t realized I was carrying a ton of emotional bricks around with me until I dropped them during that first training week. So much guilt and responsibility fell from my soul.

I had been feeling guilty for Sarah’s condition, as if it were my fault, even though logic said it was just a fluke of a chromosomal abnormality. I thought that if only I had been different in some way when trying to get pregnant, or if only I had worked with Sarah more in the first few years, then she wouldn’t have faced the challenges she did. Being in a room with so many other parents who were struggling with similar challenges, and being with teachers who held no such judgment toward me, was freeing. I left the week filled with passion, determination, and drive beyond what I had had before.

The idea of running my own Son-Rise Program felt overwhelming but also completely doable and attainable. I could run a program. I could make time to be with Sarah in this way. Every night, when I talked with my mom and when I called Carl to share about our days, we discussed the changes I would soon be making in our life to make a program possible. I brainstormed about what childcare I could arrange on a regular daily or weekly basis to allow me time to do The Son-Rise Program. We also talked about how some of the big plans for a dedicated room would have to wait until more aspects of our life were ready.

As soon as I returned with my new Son-Rise Program knowledge, things changed. I gave Sarah more space and time, but I also asked much more of her. I started interacting with Sarah differently. I requested more in terms of language, and I waited for her response with more time, encouragement, and belief in her ability than I had previously given her. I celebrated her attempts hugely. She was already able to make each individual sound for the letters of the alphabet, but I rarely asked her to combine them. Usually, I would jump into action at the slightest verbal output, but now I was much slower to respond physically. I gave her my immediate and encouraging attention, but I didn’t leap to do her bidding as soon as I guessed what that bidding was. I made her work a little harder.

One afternoon I was home with the girls and Sarah started saying, “Mmm,” and making the sign for “milk.”

She was asking for a milkshake, so I asked her if she could say the whole word. I waited with delight in my eyes and bated breath.

“Mmm . . . kkk . . . sh . . . kkk.”

“Oh my goodness! Yes!”

I could not contain myself. Yes, I will get you a milkshake, you amazing individual!

Our world started shifting with the milkshake moment, and it didn’t stop there. With only a few dedicated moments a day, Carl and I saw changes. This was exciting because I didn’t yet feel like I had a program up and running at all. I was still in the preprogram planning phase, so our bits of Son-Rise Program time were really just small adjustments to our lifestyle. When Sarah wanted to walk up and down our front steps, I joined her and walked up and down our front steps, too. In the past, I would have stayed put and observed—to make sure she was safe. Now, I was enjoying the moment of connection with her and the game that those steps could be. I made sure she could see my face easily when I was talking. I gave her more time to respond and believed more in her possibilities.

Carl and I decided to call our future program Sarah-Rise. We were excited to eventually get things up and running with more focused hours in a day but, at this moment, nothing was officially in place except for changes in my mindset. I wasn’t ready to establish our program more fully because we were in the process of moving to a new house. We knew right away which room would be the Sarah-Rise room. A small bedroom with magenta walls was the corner room at the top of the stairs, with windows on two walls. It had a closet with one shelf. In this room, we could have dedicated one-on-one time with Sarah to help her with language, eye contact, connection, and playing games. The Sarah-Rise room would enhance everyone’s ability to focus because we wouldn’t have distractions.

The move itself felt exciting and overwhelming. Thankfully, Sonia flew to our aid again—to help with the packing, the moving, the unpacking, and the childcare. I remember thinking her presence was vital as I stared at the rooms piled from floor to ceiling with boxes. After much of the unpacking was done and we were moved in enough, I started doing half an hour a day of Sarah-Rise time in the Sarah-Rise room. There was intentionally very little in the room. We had a scrap of carpet from our old house, a plastic kid-sized table, and a few toys on the closet shelf. We didn’t want toys or books that Sarah could reach. We wanted her to communicate with us in some way about what she wanted from the shelf. We didn’t have pictures on the walls because we wanted to be the most interesting thing in the room.

For my first few sessions, we played with containers of Play-Doh. Sarah loved opening and closing lids, so that is what we did together. As we opened and closed our Play-Doh containers, I waited for Sarah’s attention to come to me freely. When it did, I held the Play-Doh next to my face and commented on it. Having it next to my face made it easy for her to look at the item and at me at the same time, and it encouraged her to look at my mouth. If she could watch my mouth as I said words, then that would make it more feasible to learn to say the words herself. We had one container with soft dough and one container with hard dough, so the first words I focused on teaching her were “soft” and “hard.”

I was slightly intimidated about the idea of doing this real time in the real room, which was different from the small lifestyle changes I had been making—asking for more language and waiting for it or joining her for walking up and down the front steps. This room felt sacred. Here, I felt like I didn’t know what I was doing, and I also knew exactly what I was doing. There was a magical, soft, quiet quality to being in there with Sarah. I could be with her and focus on connection, love, and teaching. There was no pile of mail or stack of dishes beckoning to me, and I knew that Amy was cared for and occupied. I could be 100 percent present with Sarah with our simple guidelines to follow.

Keeping it simple was as much to help her as it was to help me. I wasn’t aiming to teach her the entire English language. I was aiming to get her closer to saying one or two words a little bit more clearly and fully than she had done before. As “soft” and “hard” became easier for Sarah to say, I also worked on her clarity with “Amy,” instead of her usual “Mm-eh-ee,” and with saying the names of colors—she often liked pretending our white tissues were many different colors, and she delighted in correcting me if I picked one up and said the wrong color.

Once Sonia went back to Seattle, I lost my daily hours in the room with Sarah, which I had squeezed in during the time Carl was at work, around mealtimes, snack times, groceries, nursing Amy, seeing clients, continuing to unpack and settle in, and painting the upstairs bathroom. The bathroom was painted by the time Sonia left, but the rest of the daily household and childcare needs of laundry, dishes, book reading, generally occupying two little ones, vacuuming, food preparation, and diaper changes for both kids were still part of my daily experience. By the time Carl got home at the end of his workday, it was time for dinner and the kids’ bedtimes. I knew I needed assistance during the regular workday hours to get Sarah-Rise off the ground, and I was entirely overwhelmed with how to begin.

“Do one small thing at a time,” I told myself. My dad often reminded me of a line from a poem that reads, “Leg over leg, the dog went to Dover.” This was our family motto for just doing the next step and trusting that enough of these small steps will add up to the journey.

The first thing I did was get out my binder of materials and notes from The Son-Rise Program Start-Up. Since Sarah attended preschool for a few hours each morning, that gave me time in the mornings when I didn’t see clients to attend to household needs. One morning, when Sarah was at preschool and Amy was napping, I reread all my training materials and notes. ATCA provided suggestions about how to find volunteers. That was one small step I could do. I could send an email to my friends here in Pittsburgh and those who might know people in Pittsburgh, asking for help. Along with this adorable photo of Sarah to grab peoples’ attention, I sent the following email:

[image: ]
Hello all,

As you know, our spunky, sunshiny daughter Sarah is not quite like other kids. This summer, I learned how to run a Son-Rise Program with her. We are calling it Sarah-Rise. It is an intensive one-on-one home-based therapy program where we work in a distraction-free room with Sarah, encouraging increased eye contact, language, and social connection through play and following her lead. It is an extremely loving and accepting therapy that has had amazing results with some kids. While we have no idea how far Sarah will go with this, the exciting part is how limitless our goals and desires for her can be. We can want everything for her but need nothing from her to continue loving her with all our hearts. We want you to know about this new part of our lives, and we are hoping that you or someone you know may be able to help us with it.

The Son-Rise Program is based on the work of Bears and Samahria Kaufman whose son, Raun, was severely and supposedly unreachably autistic in 1974. They were told there was no hope, but they decided they wanted Raun to know how much they loved him. Samahria began working with Raun in a small room, joining his repetitive behaviors, and celebrating each tiny flicker of his acknowledging that she was with him. They spent years working twelve hours a day, seven days a week with him. He emerged from his autism completely. This approach has been used to help many other children emerge completely from autism and other challenges. I have personally spoken to parents whose children were extremely challenged in varying ways and now are thriving, typical kids. As I said, I don’t know
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