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To Hannah and Connor

I would move mountains for the both of you.

To All Special Needs Families

Hope is the catalyst for our children to live their best lives. Without hope, there is only fear.





I suspect the truth is that we are waiting, all of us, against insurmountable odds, for something extraordinary to happen to us.

—Khaled Hosseini





author’s notes

All bolded words have been defined in the glossary.

Some names and identifiable details have been changed to protect people’s privacy.

Dragonfly was written to address both genders of children with autism, so pronouns will alternate.

Dragonfly uses the “identity first” phrasing when describing individuals with a disability. Thus, “a boy with autism” is used rather than “an autistic boy.” Some groups and advocates such as those in the neurodiversity movement prefer the latter. I mean no disrespect and hope this doesn’t create a barrier to any readers—in fact, I hope we can overcome our differences and instead join forces to learn from one another.

Functioning level language (high-functioning or low-functioning) has only been used where the content requires specific language to be accurately understood. According to diagnostic criteria, high-functioning relates to Level 1, Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition (DSM-5) criteria, and low-functioning relates to Level 3, DSM-5 criteria. By no means am I suggesting an individual’s functioning or potential should be limited—as you may have noted from the book’s title and what you’ll see as soon as you read the first few chapters. I encourage parents to think in terms of emergence rather than limits—my goal is to help as many parents as possible with kids at every level of the autism spectrum, and it’s difficult to talk about a specific level on the spectrum without having a shorthand terminology. I also understand that this simple dichotomy is not exact, as development is multidimensional and individuals are uniquely complex. My intention is to avoid offending—if at all possible. I only use this terminology to try to open the conversation, so instead of shutting down the conversation in disagreement over terminology, let’s join in a place of common ground with a shared goal of seeing each child reach his full potential.

Likewise, the term “emergence” used in the subtitle and throughout the text refers to meeting and overcoming some of the challenges that make it difficult to function within our world. A shared, universal conviction of parents is that we all want the absolute best quality of life for our children, which includes helping individuals with autism become as independent as possible. The connotation shouldn’t be inferred that autism is a dreadful, lurid place that one needs to escape. Dragonfly is not about a cure or fix from autism, nor is about recovery from autism. It is simply about embracing autism and helping to build the best life possible for our children.





foreword

Being the new kid on the block is tough. Disorienting. Sometimes lonely. You can’t remember the unfamiliar words in the address, you don’t know anybody, and you may be more than a little overwhelmed by all of the advice you get from neighbors, both old and new. And everyone seems to have an opinion about the place. It’s ok. We get it. We know this may not be where you expected to find yourself and that unfamiliar can be scary.

On the other hand, new surroundings can mean fresh beginnings. A new school, university, job, house, relationship—each offers a way to totally reinvent yourself. In the process, you may well have discovered “your people.” The crowd who just seemed to “get” you without loading you up with a “rep” full of expectations and limitations. You got to be you…only you-i-er.

Welcome, friend. Here, we are different. We are different—together.

Autism isn’t for sissies. As a seven-time author, international speaker, former teacher, counselor, a mother of three children on the spectrum, and someone who was, myself, diagnosed only seven years ago, I know, first-hand, that “different” is tough stuff for everyone involved. In so many ways, each of us feels unseen. Unheard. We feel desperate to know we are doing the right thing. And guilty for wishing, sometimes, that life had dealt us an easier hand. In just the last five years, I’ve had the privilege of keynoting before tens of thousands of people the world over. All of us share intersecting journeys. Yet all of us, at one point or another, believe that we are completely and utterly alone.

We aren’t. You aren’t. Around here, you are the perfectly imperfect norm. Not alone in a crowd. Recognized and welcomed by it.

This past summer, my daughter and I were in Wisconsin, at the Autism Society of America’s national conference. Late one afternoon, just after John Elder Robison, Stephen Shore, Alex Plank and I had finished a photo op with the attendees, I overheard a woman bubble to her friend, “Those are all the famous people!” How odd, I thought. An autism self-advocate version of the Justice League. To many people, I suppose that sort of ego boost would feel like an arrival of sorts. A triumph. An emergence. To me, though, that afternoon wasn’t about being known to a crowd. It was about being known to one little girl. Hannah.

From across the conference center lobby, I heard a high-pitched squeal and turned to see a young girl bouncing excitedly on her toes. Her hands were clenched with a sense of thrill, her smile brimming from ear to ear. Beside her, a woman, presumably her mother, was equally giddy. “That’s her, Hannah! That’s Jennifer! Go ahead—go over!”

Moments later, I was stunned to discover that all of the fuss was over me. That one of my books, Sisterhood of the Spectrum, was her absolute favorite. That I was her “heroine.” Which was ridiculous, I explained … because she was the heroine. The star of her own life story. And now, I got to be her fan.

Lori Taylor tells me that we first met several years ago at a talk I’d given in Colorado. The truth is, though, that I don’t remember the occasion. It’s not that she is forgettable—not in the least. It’s just that the people who star in my memory are the children. Over the course of the conference, Lori and I did get to know one another well. So, recently, when Lori asked me to contribute the foreword, I was honored.

Honored to be here for my Maura, Sean, and Gavin. For Hannah. And for the heroes in your life story.

Dragonfly is the kind of “keeping it real” story I believe in because Lori knows that “emerging from autism,” isn’t about escaping a life sentence or overcoming a tragedy. It’s triumphing stigma. And ignorance. And judgement. And grief. It’s stepping out of the distorted image the world has of autism, and stepping into the sun. Into the unexpected wonderful that autism can be. She and her work in this book are the embodiment of what I call “relentless positivity.” The kind that chooses to keep going. To be afraid and do it anyway. To inspire by vulnerability as much as credibility.

I’ve heard it said that we should walk gently through this world, remembering that each one is fighting her own battle. I’d like to think that instead of fighting, we are each thriving. Striving. Dreaming. Only when others are hard, presumptuous, or judgmental must we fight ceaselessly for peace and dignity. In the pages ahead, you will read personal stories that will leave you thinking, “That’s terrible! I’d never do that!” Yet every one of us “does that.” When we haven’t patience, humility or presence-of-mind, our best selves, it seems, become invisible, too.

I know “right now” may be hard. I know it from the bottom of my soul. So does Lori. So does Hannah. I also know—as someone whose world has only ever been an autistic world—that each of our children is a wonderful occasion. More than a one-in-a-million kind of kid. They are each a once-in-a-lifetime kind of person. And we get to love them.

As you read, look for ways in which you might love more abundantly, live more generously. Be kinder to yourself. See us as being, first, on the human spectrum. Listen. Don’t argue back, even in thought. Just listen. And above all, have a bit more faith in one another. Faith is, after all, the belief in things unseen…in invisible beauty. Read on. Wonder if there’s more than meets the eye. Because there is. There always is. And you can only see it with your heart.

There is a parable, whose author is unknown, which perfectly summarizes my view of the world. It tells of a woman who awakes to find only three hairs on her head. She smiles and says, “I think I’ll braid my hair today.” The next day, she discovers only two hairs, and gladly proclaims that today, she will part her hair down the middle! On the third morning, she spies one hair left, and laughs, “I will wear a ponytail today!” And when at last she wakes to find no hairs remaining, she joyfully announces, “Yay! I don’t have to do my hair today!”

Life begins at the edge of our comfort zones, I have heard. And if that’s the case, that is the whole world for us, living on the spectrum. Which I’d say means that we’d better stick together. There’s a whole lot of living to do.





PROLOGUE

why dragonfly?

“Mommy! Mommy! Look what I made!”

I place one of the last moving boxes on the kitchen floor and sit at the table. I’m worn out having to do this all by myself. As I glance at the clock on the stove, I see that two hours have elapsed since I began. Hannah has kept herself busy writing and drawing for some time. She’s finally used one of the blank booklets I made for her to write a story. A yellow-and-pink (her favorite colors) dragonfly with silver wings and bulging eyes graces its cover. She places a solitary piece of lined paper in front of me. The writing appears to be in stanza form and continues onto the back. Apparently, the blunt pencil scratching the paper didn’t bother her.

It was June 2013, and Hannah, my eight-year-old with autism, had beckoned me into her world—a rare and precious occasion. Each time it happens, Hannah’s extraordinary perspective is revealed and I’m privileged to view the world through her lens. My daughter gleans meaning and makes associations that others would not consider or propose.

On that day Hannah handed me two literary works of art that I will treasure more than the classics that have adorned my bookshelves over the ages. The first piece was an illustrated short story entitled “The Lost Dragonfly.” The second piece was a poem in free verse called “Life as a Dragonfly.” The elements of theme and metaphor reflected in her short story were amplified further in her poem by the use of structure, parallelism, rhythm, and repetition. Hannah’s profound sense of self-awareness astonished me. Clearly, one does not need to be a wordsmith to identify this behavior as a different ability versus a disability.

Hannah, like so many others with autism, has an innate and sacred connection with nature. However, it was still a surprise that this brightly colored insect would inspire my anxious yet precocious little girl to liken its arduous, transformative journey to hers.

Many people are unfamiliar with the maturation cycle of the common dragonfly. Being a science teacher and a Department of Natural Resources volunteer, I knew all about how female dragonflies will release their eggs into ponds or marshy areas because the waters are calm. The eggs then hatch to reveal the unrecognizable nymphs. The dragonfly may actually spend two to four years in the water before emerging to take flight.

In “The Lost Dragonfly,” Hannah had already made her way into our world—that is, the dragonfly that represented her had emerged above water. However, the creature did not possess social pragmatics and felt alone. Her dragonfly tried to befriend fireflies, moths, and worms without any luck. In “Life as a Dragonfly,” Hannah used paralleled and repeated stanzas that mirrored her physical and cognitive development with the dragonfly’s actual stages of life. The most poignant words: “Hope rises, and I begin to reveal my concealed wings. I begin to understand language and what I am meant to do.”

Before long, the dragonfly became more than a symbol for change and renewal—for us, it grew to become a regal symbol for Hannah’s courage to break the water’s surface and fly after so much time. She emerged even though the wind at times was and can still be tumultuous. Dragonflies have now seemed to appear in our darkest of hours. Their appearance has provided solace in times when our spirits could have easily withdrawn. It’s easy to see why they are considered the keepers of dreams, the energy within that sees all of our true potential and ability. They remind us that anything is possible.





introduction

When the world says “give up,” hope whispers, try one last time.

—KERRY MAGRO

May 2006

I wave goodbye to my thirty-two sixth graders, pick up my daughter, Hannah, and we begin our forty-five-minute commute home. Hannah is squirming in her car seat and wailing so hard she sounds like she’s gagging. My knuckles are white on the wheel.

“Keep it together,” I tell myself. “Keep it together for everyone. For Hannah.”

Isn’t that what working moms are supposed to do?

Our daycare provider told me Hannah wouldn’t eat again today. And then she said Hannah’s lost her ability to pull up ever since she had that upper respiratory infection, croup, and bilateral ear infections in early spring. Our doctor had treated her with antibiotics and steroids. I try to loosen my grip on the wheel. I take a deep breath to relax. That’s what my friend said I should do to relax, as if one breath could make a difference.

By the time I pull into the garage, I realize Hannah has quieted down. I wipe the smeary mess of tears off Hannah’s face, then lift her out of the car seat to get inside. I glance at the kitchen clock—my husband will be home within the hour. I should get some sort of dinner started.

I position Hannah in front of her toy box and flip on the television. As I start to walk away, I hear the anchorman from CNN Headline News: “Imagine your child has just received a diagnosis of autism … that would be a tragedy for any family.”

A tragedy?

Am I living a tragedy? My daughter’s not eating and can’t pull herself up and shrieks all the way home. And that’s just today’s challenges. Is that a tragedy? I don’t know, but I’m hit hard.

I can’t … I can’t hear anything else the man says. My heart pounds, and I drop to the couch a few feet away from the television and Hannah. I pull my knees in close and lie on my side. As I bring my hand to my mouth, long-suppressed emotions release. Tears start to soak my skirt, and I can’t stop, and my face is as smeared with tears as Hannah’s was in the car.

After who knows how long, the sobbing slows, and I’m aware that Hannah still sits in the same spot but has not witnessed my agony. She is simply “not there.”

Is this tragic? I lost the daughter I thought I had. She’s different. Our family is different. Her life is going to be hard, so hard … so, so hard. And I can’t stop crying.

[image: image]

Over ten years ago my family was hit with the life-altering diagnosis of autism. I say family because when a member of the family is diagnosed with autism, it affects the entire unit. Autism had confined my oldest child, Hannah, to an inaccessible world. Blindsided by the news, we struggled to see a bright side.

At the age of eighteen months, Hannah was diagnosed with low-functioning autism. Though I never cared for the term “low-functioning,” I can see why the medical community began using it in relation to the kinds of symptoms they saw in Hannah: no babbling or talking, no walking, periodic stimming (self-stimulating behavior), lack of eye contact, sensitivity to touch and sound, a failure to thrive, and more. Her neurologist’s prognosis gave a slim chance of her ever being mainstreamed into a general education classroom.

Autism is a mysterious developmental disorder affecting more than three and a half million Americans. It’s the world’s fastest growing developmental disability. There is no proven cause or cure, and families living with autism will attest to the devastation caused by this disorder. The word autism is a Greek derivative of autos, meaning extremely self-aware. Individuals with autism often appear to be self-absorbed—making it difficult for them to interact with the outside world. The hallmark symptoms of autism include challenges in social communication (both verbal and nonverbal), challenges in social interaction (the ability to cultivate and maintain friendships), and restricted, repetitive patterns of behavior, interests, or activities (such as sensory challenges, fixated and intense interests, a “need” for strict routines, and repetitive or odd motor movements). Autism occurs in all ethnic and socioeconomic groups. When we were told Hannah’s diagnosis, I had been teaching for fourteen years and was pregnant with our second child, Connor. The minute the doctor uttered the word autism, I felt our dreams slipping away—dreams of a healthy child who would grow up to marry and enjoy a gratifying career and have babies of her own. For Hannah, that all seemed impossible. The doctor told me she might need my help to do the simplest tasks all the way into her adulthood.

But I held onto something. Maybe it was foolish of me. Maybe it was prescience. Maybe it was exactly what she and I needed most of all.

Hope.

Hope helped me keep it together. I had hope that she’d catch up—that she would prove those doctors wrong. Hope helped me reject any other alternative. Hope for her progress stretched my perspective and changed me. I’ve heard people say you can let a pivotal, adverse moment define, destroy, or strengthen you. Our pivotal moment strengthened me. In fact, our entire journey has brought more and more strength both to me and to Hannah.

After Hannah’s identification, I read anything and everything I could get my hands on to educate myself as fast as possible. Before her diagnosis, I had no idea autism was on the rise, that the Centers for Disease Control had ruled autism an epidemic in the United States. Over my years as a teacher, only a few of my students were on the autism spectrum, and they were all high-functioning—again, I dislike the terminology, as there may be more effective ways to identify people, and in my case specifically students, who are able to integrate effectively into social settings and do the required work alongside typical students. I only knew a few families who had children with more severe challenges. The information I gleaned from those books shaped me into a staunch advocate for my daughter. I learned about the plasticity of the brain and the need to provide early intervention during a narrow window of time. We were in a race against time, but never underestimate the power of a parent fighting to save her child.

I spearheaded an entourage of therapists and doctors to try everything possible to help Hannah. After five years of courage, persistence, hard work, and dedication, our continuous intervention did pay off. In some cases, a child can progress and shift on the autism spectrum, and Hannah has done just that.

I forged my way into my daughter’s world, pulled her into my world, and loved her back to herself. It’s important to note that I didn’t ask Hannah to come into my world without first visiting hers. “Off in her own world” was certainly not cliché for daydreaming. Children with autism seem to ignore us, but that’s simply not the case. They’re waiting for us to enter their world. Over time I learned to focus on Hannah’s strengths and passions, but I also didn’t deny either of us traditional play. Contemporary American author Diane Ackerman said, “Play is our brain’s favorite way of learning.” Among other effective techniques and approaches, you’ll see the role of occupational therapy in minimizing Hannah’s sensory processing disorder, which most often goes hand in hand with autism. We gently stepped in and met Hannah in the way she thinks and feels and processes the world.

Just as some dragonflies take years and years to emerge, so did my daughter. Every single child needs a champion to see him through that process. I became Hannah’s champion. We saw her emerge, but that doesn’t mean Hannah no longer has autism. The miracle cure I desperately longed for did not appear. There is no cure. Hannah will always have the attributes that defined her autism in the first place; however, her level of functioning with all of those behaviors has greatly improved.

At the time of this writing, Hannah is twelve years old and is in our school system’s High Ability Program. In the current DSM-5, she would be identified as having autism only, but she was labeled as having a form of autism formerly known as Asperger’s syndrome, which many in the autism community continue to use as an effective description. Hannah still faces some huge social and emotional challenges, but with her resiliency and drive I know she will accomplish great things.

I pray that the most important suggestions in this book resonate with every reader: have hope, lose the pride and denial, implement early intervention, and don’t allow grief to zap your energy.

Over the years, I would read outstanding memoirs written by champion parents with special needs children, but struggled to find the commonalities between those children and Hannah. Yes, the ones with autism shared the same diagnosis criteria, but if you have a loved one with autism, this will ring true: “You know one child with autism, you still only know one child with autism.” In other words, it’s almost impossible to gather universally applicable truths or realities for families dealing with an autism diagnosis, but in Dragonfly, I intend to try. I want to offer readers not only stories but also useful resources valuable to every parent.

As a teacher, I know how powerful resources can be and have seen students in my classroom who have Individual Education Plans (IEPs) flourish simply because their needs are being met with all they need to succeed. I’m not providing you with an individualized plan, but I do intend to give you inspiration and ideas to succeed. As a teacher, I understand what it’s like to work with students who are struggling with special needs, including autism; as a parent, I understand your side of the table. I’m in the trenches with you.

Here’s how to get the most out of this book.

First, each chapter contains text boxes that offer strategies for a wide range of challenges that parents with a child on the spectrum must face—and perhaps overcome. These text boxes are available as a quick reference guide.

Next, even though readers may connect with something in Hannah’s experiences, I offer them a variety of examples in hopes they can find traits that mirror those of their own child. To achieve that goal, I sat down with six mothers who have children of all ages and ranges on the autism spectrum. I asked them six integral questions that any parent with a child on the spectrum would long to hear the answers to. If you met others facing similar challenges, you’d probably ask these questions yourself. Take time to read through their wise, loving responses shared at the end of each chapter in a section called “Wisdom from the Round Table.” Meet the moms and see the questions I posed to them on the next page.

In the appendix, you’ll find a glossary. When I first started helping Hannah, I needed a glossary of terms on hand any time I attended a doctor’s appointment, workshop, or convention, because professionals tossed out jargon I had never encountered. What is theory of mind and why does Hannah have such a difficult time determining what another person is thinking or feeling? Who ever heard of executive functioning and why can’t Hannah follow a verbal list or stay organized? I’ve captured and defined many key terms you’ll encounter, to accelerate your understanding so you can more quickly engage with the professionals involved in your child’s treatments. You might even want to add them to a note on your phone so your personal autism lexicon can grow over time and always be on hand.

By sharing our personal journey, I hope you’ll find hope in the story, answers in the content, and comfort in the prose. I feel my experience, knowledge, and understanding will benefit your own journey. Personally, I feel a driven mother’s passion to encourage tangible actions that yield positive results. Let me be a voice to strengthen you on the hard days. Don’t give up. There is no false hope. Sometimes a parent needs to know that whatever seems impossible can become a reality.

By the way, the word “dragonfly” in certain cultures means joy is in the journey. Inspirational writer and lecturer Joseph Campbell said, “Find the place inside where there is joy, and the joy will burn out the pain.”

You will find joy again. Let’s journey together.





meet the ladies of wisdom from the round table

Six experienced and respected mothers gathered at a local restaurant in a private, candlelit room one evening to share their insight, experience, and staunch advocacy for their children with autism in order to help others that follow. Their children ranged in age from thirteen to twenty-three, and each child represented a different level of the autism spectrum.

Most of the mothers had been navigating the journey for years—some of them for decades. These women shared a bond understood best by others with similar struggles, which is why I chose them as spokespersons. As they answered the questions I posed, stories and advice poured out that prompted celebration of accomplishments and tears of frustration.

The six thought-provoking questions below provided the focus for the evening, and as they revealed truths surrounding autism, I documented their answers to share them with you. At the close of each chapter, you’ll read excerpts from our conversation as we welcome you to the virtual round table. You’ll soon see that you’re not alone.

Let’s meet Lori R., Jen, Lori V., Susan, Karen, Sarah, and their families.

Lori R. will be sharing her family’s journey with their sunshine boy, Cameron (nineteen), who lights up a room when he walks in. Diagnosed with autism at the age of three, Cameron has just completed high school. He has an older brother in graduate school, a sister in college, and a seventeen-year-old brother. Lori and her husband, Steve, just completed the process of obtaining legal guardianship for Cameron, because he is not capable of making his own medical and financial decisions. Lori believes that God has used Cameron to strengthen their family’s faith and to teach them life lessons. She knows they are a better and a closer family because of Cameron. Cameron enjoys a hard workout at the YMCA and can often be found on the treadmill or stair climber.

Jen will encourage your spirit with her contagious, positive, and matter-of-fact outlook on raising her son, Noah (nineteen), who was diagnosed with autism at the age of two. Noah works for McAlister’s Deli, where he is known as the cookie guy. Jen and her husband, Ryan, view their situation with the belief that God had different plans for Noah, which meant different plans for them, too. From the point of diagnosis on, Jen has always been Noah’s champion advocate. As he transitions to adulthood, Jen looks forward to seeing which doors open for Noah, trusting God’s guidance.

Lori V. not only tirelessly advocates for her son, Byron (twenty-two), who has Asperger’s syndrome, but she helps others become aware of their child’s educational opportunities and rights. Byron was diagnosed with autism the summer after second grade. He has always been interested in the sciences and has always acted as a “little professor.” Byron has been mainstreamed into the High Ability Program his entire school career. He has a younger brother, Devin (twenty), who is a junior in college. Lori quit her job when Byron was diagnosed with autism and then several years later went through a painful divorce. Byron has always gotten stuck in the cracks because he has trouble fitting in and making friends, and they found it was too challenging for Byron to be away at college by himself, so he’s going to try to continue his education part-time while living at home.

Susan and her husband, Bruce, knew their son Tyler (twenty-three) had difficulties when he was just six months old. Tyler’s initial diagnosis was developmental delay, then developmental delay with cerebral palsy, then autism with moderate cognitive disability and cerebral palsy. Susan was a special education teacher and is now a school psychologist. Tyler, who is nonverbal, was in a Life Skills Program throughout his school career and, most recently, moved into a waiver home. Even though Tyler can be a very loving and sweet boy, Susan’s family struggled with managing his behaviors. Susan’s daughter, Allie (twenty-five), has been through many emotions with her brother. Allie loves him and will be his legal guardian when the time comes. Through her professional and parental roles, Susan attempts to help all families from preschool through adulthood make the best decisions for their families and their children.

Karen and her husband, Bill, have two boys, Eric (twenty-one) and John (nineteen), both of whom are on the autism spectrum and were diagnosed in elementary school. Karen’s boys are a prime example of the fact that autism manifests differently in each individual—even within the same family. Eric was hyper-alert with attention challenges, while John displayed social immaturity and food jags. Both boys are highly functional and now successful in college. They are active members of their church. Although both boys are very different from one another, their talents and challenges complement one another.

Sarah’s son Mitchell was diagnosed late, at nine years old. She and her husband, Tom, also have a twelve-year-old daughter with anxiety and an adopted seven-year-old son from South Korea. Mitchell (thirteen) struggles with social pragmatics and executive functioning skills, but was accelerated a grade level in school and is fascinated by deep science, amphibians and reptiles, and complicated math algorithms.

THE ROUND TABLE QUESTIONS

Here are the questions I posed that evening:



	Describe one or two behaviors related to your child’s autism that you find endearing.

	Does autism consume and define your family?

	How has your child’s autism shaped the character of their sibling(s)?

	If you could go back in time, what would you tell yourself immediately following your child’s diagnosis?

	Tell me a story you’ll never forget related to your child’s autism.

	Besides yourself, who has made the biggest impact on your child and how?









timeline

The timeline shows key dates including significant milestones, therapies, doctors’ appointments, and diagnoses in order to more easily track Hannah’s journey. While it will help you follow our story, keep in mind that every child with autism is different and develops at his or her own rate.

February 2005

Hannah is born.



April 2006

Hannah contracts an upper respiratory infection, croup, and bilateral ear infections.



May 2006

Hannah is having trouble transitioning to table food, not talking or babbling, and is no longer pulling up on objects. Pediatrician recommends state’s early intervention services and a consultation with a pediatric neurologist. He believes Hannah has one of three possible pervasive developmental disorders (PDD).



June 2006

Hannah passes her hearing test. She begins physical therapy and occupational therapy provided by our state’s early intervention services.



July 2006

My husband and I find out we’re expecting our second child, Connor. Hannah begins speech therapy and developmental therapy through the state’s early intervention services.



August 2006

A visit to the pediatric neurologist designates Hannah’s preliminary diagnosis of autism. We choose to seek an official diagnosis. The pediatric neurologist refers Hannah to a developmental pediatrician and a behavioral psychologist for an official diagnosis of autism.



October 2006

Hannah visits the orthopedist to be fitted for her Suresteps.



November 2006

Hannah has her first visit with the developmental pediatrician who orders an MRI of her brain and spine. The developmental pediatrician refers Hannah to a gastroenterologist and dietitian. Hannah begins to walk.



January 2007

Hannah sees a gastroenterologist and dietitian for the first time. The gastroenterologist orders a swallow/feeding study.



February 2007

A behavioral psychologist gives Hannah her first official diagnosis of autism. Hannah has an MRI that reveals no medical anomalies of the brain or spine.



March 2007

Hannah has a swallow/feeding study that shows no anatomical obstructions that would lead to severe food aversions. Connor is born.



April 2007

Hannah begins feeding therapy.



May 2007

Hannah begins behavioral therapy.



June 2007

Hannah receives her second official diagnosis of autism.



February 2008

Hannah enters developmental preschool.



May 2008

Hannah is able to articulate approximately ten words. She begins aquatic therapy.



June 2008

Hannah begins social/play therapy.



August 2008

Hannah adds Play-N-Share Preschool to her schedule.



August 2009

Hannah adds Light and Life Preschool to her schedule.



April 2010

Hannah begins equine-assisted therapy.



November 2012

Hannah’s autism diagnosis is more specifically characterized as Asperger’s syndrome.



June 2015

Hannah begins work with what she calls her life coach (a different behavioral management specialist).







CHAPTER ONE

the “d” word

Diagnosis/Identification

Autism is part of my child. It’s not everything he is. My child is so much more than a diagnosis.

—S. L. Coelho

June 2007

I’m on summer break from school and home with the kids—where I want to be. Hannah is out on the swing set with her occupational therapist for sensory modulation before her therapy session officially begins. Back in February we received by letter an official diagnosis of autism from the behavioral psychologist, but I didn’t want to believe it. In late May we went to the Autism Treatment Center for a second opinion. On this lazy June afternoon, while Hannah is safe with the therapist and Connor is napping in his Pack ’n Play, I head to the front of the house and open the mailbox. It’s the letter. I’m not sure why it takes me a while to open the envelope of the letter that I’ve been waiting to receive.

The doctor at the Autism Treatment Center seemed hesitant to tell us anything about his findings in person; we had to wait for this letter. I finally tear open the envelope and scan the first page. Looks like he accurately documented our chief concerns and Hannah’s history. I turn to the second page.

The typed words make me sick. Angry. Who the hell does this doctor think he is? The family history, social history, and mental status examination sections read: “The mother has a Master’s Degree and denies a history of mental health problems or substance abuse on her side of the family. Father has a Master’s Degree as well, but his mother was adopted. So, there is little known about his family history. However, to father’s knowledge, he denies any history of mental health problems or substance abuse on his side of the family. Parents have made sure their daughter was clean, and her hair was combed. Hannah also wore attire that was appropriate for age and weather.”

We were there for an autism evaluation. Why does it matter whether or not we have college degrees? Are they suggesting that substance abuse caused Hannah’s autism? The worst substance I have ever consumed was alcohol, and I never did that when I was pregnant with either of my children. Why would my daughter not be clean? Why wouldn’t I comb her hair? I’m so mad I can hardly concentrate, but finally I see it—the “D” word. At the bottom of the page: Our second official diagnosis of autism.

[image: image]

I pushed my baby girl’s stroller into the doctor’s office for her fifteen-month checkup with our pediatrician on May 25th. I would have carried her, but she really disliked being touched. After a full day of teaching, I picked her up from daycare and drove straight to the doctor’s office. To this day, I wish I’d asked my husband to go with me, but I didn’t. I went alone. Hannah had recently lost a few skills she had developed. She didn’t make much eye contact these days and wasn’t even watching those around her. Smiles were rare. Her toddler developmental toys confused her, and she wasn’t imitating actions performed by others. She would focus on ceiling fans indefinitely if allowed, and would line up her blocks instead of stacking them. I thought it was a setback from an upper respiratory infection she had a month prior, so I planned to discuss that with the doctor.

During her appointment, as the pediatrician worked through a milestone checklist, I thought, “This is not going well.” On his notes from our last visit, before the respiratory infection, he had documented that Hannah was beginning to pull up. She was no longer doing that. He asked about babbling and putting things into her mouth. I answered she was not babbling yet at all and had never put anything into her mouth.

I explained that she seemed sensitive to the texture of foods and was having a terrible time transitioning to table foods. She was still primarily eating lower-stage baby food, yogurt, applesauce, and rice cereal. During our visit, Hannah became agitated and began flapping her hands. My husband and I always believed this was the way Hannah showed her excitement. We later learned this was an autistic trait for self-regulation known as stimming. Hannah would flap her arms as an expression of excitement or to calm herself.

Before this visit, the doctor assured us Hannah would meet her milestones in her own time—she wasn’t in a hurry, he said, because she didn’t have older siblings to keep up with. The May 25 visit was different. With uncharacteristic sternness, Dr. McIntire said he believed Hannah had one of three possible pervasive developmental disorders, a developmental delay.

I was shell-shocked. My baby, delayed? And what did “pervasive” mean? He pulled out a sheet of paper and scribbled the three diagnoses he wanted to explore with Hannah: Pervasive Developmental Disorder—Not Otherwise Specified, autism, and Rett syndrome. My heart seemed to stop pumping, and each breath felt strained. I did my best to be strong and hear every word this man said, but I had trouble concentrating. I blinked back tears that blurred my vision and kept my hands on Hannah’s shoulders, to steady her on the exam table … to steady myself. How could I recover from the blow and retain information at the same time?

He discussed the therapies provided by the state of Indiana: physical therapy, occupational therapy, speech therapy, and developmental therapy. I was listening, but this was too much information, coming way too fast. He advised me to have Hannah evaluated for physical and occupational therapy through First Steps, Indiana’s early intervention program. The recommendation of physical therapy was due to Hannah’s low muscle tone and lack of gross motor skills. Sensory processing disorder, formerly sensory integration dysfunction, could play a role in developmental delays—a good therapist could explain the different sensory systems and determine Hannah’s hyper- or hyposensitivity to each. Hannah’s sensory input—the way she would take in information from the environment—was getting in the way of typical development. A child with autism often either over-responds or under-responds to sensory input. That would be the occupational therapist’s main area of focus.

Dr. McIntire’s nurse and secretary stepped into the room to walk me through the First Steps intake paperwork and the instructions for getting my daughter the help she needed, but they also tried to calm me with small gestures of compassion. One put a hand on my back as she explained the focus of the two therapies the doctor suggested. His secretary occupied Hannah as I clearly struggled to process everything. Their kindness took the edge off the panic I could feel shooting through me. I looked at Hannah and ran my hand down her little overalls to smooth them and settle her fidgety legs, hoping the gesture might calm my shaking hands at the same time. She was getting loud and restless.

Their kindness helped, but I kept thinking, “I need my husband.” My husband was not only the love of my life and confidant, he had always been a source of great strength. As the medical staff threw all of this information at me, I needed him as a sounding board. This was not happening to us!

Dr. McIntire explained the urgency of getting in to see the neurologist as soon as possible to accurately diagnose or rule out Rett syndrome as our biggest fear. Of the three diagnoses he was leaning toward, only Rett syndrome included the lack of gross motor skills—walking—as an attribute. He would send all of our information to the neurologist’s office, and I was to call the next day to set an appointment. By this point we’d been there so long, Hannah needed a break. I scooped up my little girl and placed her in the stroller to leave.

As I walked out the doors, I wasn’t the same woman who walked in an hour earlier. I’d never be the same again. And I would always see Hannah differently.

I waited until I was in my car with Hannah safely clicked into her car seat before releasing the tears. After I controlled the heaving sobs and cleaned up my face with a wad of napkins I found in the glove compartment, I picked up the phone to call my husband. I then realized I wasn’t ready to tell him. Not over the phone. Not while he was at work. He needed to hear the doctor’s preliminary diagnosis in person. So I called my best friend, who is also one of my teaching partners: Lori, my voice of reason. And yes, we share the same name.

She was almost as shocked as I was with the information, as there was an atypical silence on the other end of the phone. She promised to come with us to the neurology appointment and do anything we needed. While that was comforting, it didn’t change Dr. McIntire’s words.

When my husband came home that evening from work, I shared the diagnosis. He said that he, like the pediatrician, believed that Hannah could be developmentally delayed. His matter-of-fact response confused me—to me, the phrase “developmental delay” sounded harsh and hopeless, like a permanent condition with no chance of “catching up.” How could he take it so lightly? I felt a little scorned and needed to protect the sanctity of the little girl I pushed into the doctor’s office.

The next day at school, I pulled aside my two teaching partners, Lori and Janet, and continued to share my fears. I told them about my husband’s response—how he agreed with the doctor that Hannah must be developmentally delayed. I was still really upset that he thought it could be a possibility. They explained that the phrase “developmentally delayed” did not mean she wouldn’t eventually reach the milestones—it would just take her more work and longer to reach them. They assured me when Hannah reached the same grade as the students we teach—sixth grade—she would probably already be caught up. Maybe even before then. As mothers, they were able to comfort me and offer hope that made sense. During our conversation, we had retreated to the restroom for more privacy. I was able to clean myself up and pull myself together because of their words.

I called the neurologist’s office on my lunch break that day—they said it would be six months before his secretary could get us in.

No way. That was too long to wait for answers. I immediately called our pediatrician’s office to see if they could get us in sooner. The following Monday they told me to call the neurologist back and try to schedule. Sure enough, the neurologist’s office was going to work us in. Five weeks later, during our summer vacation, we were in.


SIGNS OF AUTISM1



	May avoid eye contact

	May prefer to be alone

	Echoes words or phrases

	Difficulty interacting with others

	Spins objects or self

	Insistence on sameness

	Inappropriate laughing or giggling

	Inappropriate attachments to objects

	May not want cuddling

	Difficulty in expressing needs; may use gestures

	Inappropriate response or no response to sound

	No real fear of dangers

	Apparent insensitivity to pain

	Sustained, unusual, or repetitive play; uneven physical or verbal skills








SIGNS OF SENSORY PROCESSING DISORDER2



	Extra sensitive to touch

	Sensitivity to sounds

	Picky eaters

	Avoidance of sensory stimulation

	Uneasiness with movement

	Hyperactivity

	Fear of crowds

	Poor fine or gross motor skills

	Excessive risk-taking

	Trouble with balance







THE FIRST VISIT

The office was small for a renowned neurologist. I felt the surroundings smothering and the building dated. As promised, my friend Lori came along to take care of Hannah and listen to the neurologist’s answers to the questions I planned to ask. I knew I’d struggle to retain everything on my own, so if she took notes, my husband and I would be free to focus during the appointment and could study the information in more detail later.

I remember looking at the kids in his waiting room. Did they, too, have special needs? What were their diagnoses? I glanced at the parents and wondered if they were thinking the same exact same thing about my child.

The nurse called Hannah’s name and led us to an exam room. The obligatory blood pressure cuff and scale created a challenge, given Hannah’s sensory challenges and inability to stand on her own. The nurse didn’t ask many questions, but the doctor did. As I learned after appointments with specialists of all kinds, the parents’ introductory visit always begins with a history from the very beginning—pregnancy. Then a long list of questions makes the mother feel responsible for her child’s diagnosis. And the self-inflicted guilt hurts when it shouldn’t even be considered.

As the nurse closed the door behind her, I saw the following signs posted on the back of the door: 14 SIGNS OF AUTISM, AUTISM SCREENING, and WHY DOES MY KID DO THAT? 10 COMMON SIGNS OF SENSORY PROCESSING DISORDER. Yes, I knew right then. The neurologist’s posters confirmed what I found when I did my own research. Hannah had autism. I swallowed hard, trying to force down the lump rising in my throat.

I knew, but I still needed to hear it from someone else, someone official.

The neurologist, Dr. Pappas, concentrated on Hannah and her behaviors the entire visit. This impressed me. He took copious notes and spoke into an old-fashioned mini-recorder. His demeanor was like that of a professor, but he handled Hannah like a seasoned dad. I had no doubts about his knowledge, warmth, or experience. After listening to our concerns, watching Hannah’s behaviors, looking at our pediatrician’s notes, and giving Hannah a physical examination, he concluded that Hannah did have autism. It felt official. He said we would have to see a behavioral psychologist through First Steps or arrange an appointment through the Christian Sarkine Autism Treatment Center at Riley Children’s Hospital to get a formal evaluation and diagnosis, but he was sure. So, this was only another preliminary diagnosis? Maybe one of the behavioral psychologists would have something different to say.

He said to contact the Christian Sarkine Autism Treatment Center right away because sometimes families face a two-year wait for an evaluation. That didn’t seem very promising. Or acceptable. I felt control over my daughter’s plight slipping away visit by visit.

Now it was time for our questions:

What is a pervasive developmental disorder?

Answer: A group of five disorders, all characterized by delays in socialization and communication.

Can girls have autism?

Yes.

We thought it was more likely for boys?

Correct.

Is there a brain scan that can be done to test for autism?

No, but a brain scan could rule out other causes for delays.

Does Hannah have Rett syndrome, and how will you test for this?

This answer was more involved. He explained that Rett syndrome is a neurodevelopmental disorder that affects girls almost exclusively, characterized by normal early growth and development followed by a slowing of development, loss of purposeful use of the hands, distinctive hand movements, slowed brain and head growth, problems with walking, seizures, and intellectual disability.

He described some characteristics of Rett syndrome, like hand wringing, which I had seen Hannah do before, failure to want to eat and lack of chewing, loss of eye contact, and a loss of skills—all of which Hannah was exhibiting. I glanced over at Hannah. She wasn’t wringing her hands at that moment. Oh, Lord, did she have Rett syndrome?

Rett syndrome shows up in one out of 10,000–15,000 girls. Those odds still didn’t make me feel better. He said Hannah’s normal head size and the fact that she wasn’t wringing her hands while she was in his office were good signs. She probably didn’t have Rett syndrome, but they had to perform the testing anyway, to rule it out.

Halfway through this rough question and answer exchange, Lori nudged me. “You’re asking the questions, but not truly listening to his answers.” Lori was doing her best to calm Hannah, who was growing agitated, and take notes for me at the same time. I nodded. I knew she was taking notes, and I was overwhelmed. Working my way through these questions kept me from collapsing—plus, I wanted to fit them all in before the appointment was over, so I was barreling through. I trusted Lori to take detailed notes I could look back on, but she was right. I had to focus on this information myself. I needed to stay strong and concentrate.

Dr. Pappas explained the tests: genetic blood testing and metabolic testing using blood and urine. He used lab names such as complete metabolic panel, thyroid testing, urine genetics screening, cytogenics chromosomal study, subtelomeric fish study, lactic acid study, and Rett DNA sequencing study. None of these could be done in his office. He would also be sending us to a developmental pediatrician to further help Hannah with other challenges such as walking, feeding, and gastrointestinal issues.

I asked two more questions: “Will Hannah ever catch up to her peers?” and “Will Hannah ever be mainstreamed into a general education classroom?” We had to know. After all, we weren’t only her parents—we were both full-time educators.

He answered with a soft, compassionate, simple “No.” Given the problems Hannah was currently having and the regression of her skills, he did not think she would be mainstreamed into a general education, grade-level-appropriate classroom with typical peers. He believed Hannah’s needs would best be served in the future in a self-contained Life Skills class.

PROCESSING THE FIRST DAY

The three of us—Lori, my husband, and I—left his office devastated. We would return home with a list of specialty doctors to see, blood tests to be drawn, urine to be collected, and, of course, insurance to be contacted. A few days earlier I had found out I was pregnant, and now we faced implications that autism could be genetic. Lori was not aware of my pregnancy until the appointment with Dr. Pappas.

All the way down the hall, to the elevator, and through the parking garage, none of us spoke a word. As we got into the car, Lori realized we had forgotten to get a urine bag from the nurse to collect the specimen. The beginning of so many things to remember. We dropped her off in front of the office, and she ran in and got one. When Lori returned and sat in the front, I stayed in the back seat near Hannah. I could not stop looking at her as she was “in her own world.”

After dropping Lori off at her house, we finally arrived home. I could see the news of autism was a heavy blow to my husband. Though he had easily taken the news that his daughter was developmentally delayed, he reacted much differently to the diagnosis of autism. I waited a moment before putting Hannah in her crib for a nap. He needed me. He headed straight to the couch and said, “How are we ever going to tell our friends and family Hannah has autism? I am so embarrassed.”

He cried as he sank down into our couch in devastation. I patted Hannah’s back and thought, “We are now different. We are now one of those families. My husband just confirmed it.”

In Hannah’s room, as I took off her shoes and settled her in her crib, I felt as though I had let my husband down. I did not give him the child he had wanted. He felt ashamed. As the mom, I thought I needed to “fix” the situation, so I resolved we could not both break down at the same time. I had to do everything in my power to help our daughter—not just for her, but for him, too. No, for all of us. And I resolved that day to get to know Hannah for her true self—not for the child we once thought she was. I was going to throw myself all into this, while I wasn’t sure my husband would be able to wrap his head around it. Somehow, I was going to make this all okay for him.

MORE THAN A MOM: MY NEW JOB

Obtaining the urine and blood samples turned into a project. I was unable to collect a sample from Hannah at home, as she could not articulate her need to use the restroom. So, our pediatrician reluctantly agreed to catheterize Hannah, knowing how terrifying this would be for her. She had to lie on her back in the doctor’s office and have a tube placed into her. He kept shaking his head, but there was no other way. I held her down while she tried to thrash and flail her arms and legs—her trauma ramped up due to her touch sensitivity.

Of course the doctor’s office that performed her catheterization was not the one the neurologist wanted to handle her blood draw. So I had to drive all the way downtown to another facility. I’ve heard mothers talk about how they leave the room for their children’s immunizations so their child won’t witness them present during their pain. I’ve never had that luxury. With Hannah’s sensory processing disorder and upper respiratory infection, I learned how to hold Hannah so the medical professionals could get their job done quickly and minimize trauma to my daughter. I would place her in my lap with her back at my chest. My left arm would then pin down her arms, and her legs could kick without touching anyone. My right hand was then free to either wipe her tears or hold her hair back. I used this same holding technique when brushing her teeth.

Hannah’s father was rarely able to go to these appointments because of his demanding job, so I was left alone to locate all of the different hospitals and doctors’ offices, navigate their parking garages, and fill out loads of intake paperwork. This was before insurance approved autism as a diagnosis, so most of these visits were out of pocket.

The deterioration rate, quality of life, and life expectancy for children with Rett syndrome are grim. The testing was supposed to take three months, and it ended up taking five. Fearful and bold, I phoned the triage nurse at the neurologist’s office once a week to check if results were in. At the end of the fifth month of waiting, she called me at school with the best Christmas present ever: Hannah’s genetic tests were negative for Rett syndrome. I’ve kept the paperwork to this day.

Hannah didn’t have Rett syndrome, but she did have autism. In addition to the neurologist’s verbal diagnosis, we were given official diagnoses from two other doctors. The first came from First Steps. First Steps had a behavioral psychologist come to our home and Hannah’s daycare, observing Hannah at length in both locations. I could tell this medical professional had years of practical experience with children and parents. She recognized Hannah’s autism right away and wasn’t afraid to give us a play-by-play account of identification, the triggers (antecedents) that could be causing some of the behaviors, and several strategies to put into place to overcome her challenges. She was intrigued with Hannah lining up her flashcards, repeatedly pressing the same button on the same toy over and over again, not turning her head when her name was called, army crawling at her age, no eye contact, a disconnected look, lack of feeding skills, flapping, and a variety of other traits.

We received her formal diagnosis and verification in the mail one month later. Though the psychologist’s demeanor had been positive in tone, the letter of formal diagnosis and the given conclusive data hurt. Her one letter actually felt like a life sentence, as it was the first time that I had official paperwork that spelled out in black and white that my daughter’s life would be most challenging.

The second diagnosis came from Riley Children’s Hospital’s Christian Sarkine Autism Treatment Center. We had been told that we would wait approximately fifteen to eighteen months for an appointment. Fortunately, we were able to see a specialist in less than six months.

Hannah was fussy that day. I thought we were going to see the doctor in charge of the center; instead, a psychologist sat down with the three of us and said he would be doing the evaluation. Once again, we answered all the intake questions that are so painful for the mother.

He asked the standard list of questions such as:



	Did you conceive naturally?

	Did you contract any illnesses during your pregnancy?

	Did you take any drugs during your pregnancy?

	Did you smoke during your pregnancy?

	Did you drink any alcohol while pregnant?

	Did you exercise during pregnancy?

	What kind of exercise did you do and how often?

	Did you take prenatal vitamins during your pregnancy?

	How much weight did you gain during your pregnancy?

	Did you have gestational diabetes during pregnancy?

	Did you have any accidents during your pregnancy?

	Did your pregnancy go full term?

	Was there anything unusual about labor and delivery?

	Is there any lead paint in your home?

	Have immunizations been done routinely?

	Is there a history of autism in either of your families?





No wonder most mothers worry about maternal misgivings. As the man worked his way down the list, I felt I was being judged by him and my husband. I know that was only my perception—after all, maybe the questions are driven by autism research as they search for its cause—but I couldn’t help feeling scrutinized. Was I the culprit? Since then, I have become familiar with Dr. Alycia Halladay at the Autism Science Foundation. Alycia is the foundation’s chief science officer, and her foundation is studying the brains of individuals who had autism during their life in order to see which structures and functions are altered. Check them out at TakesBRAINS.org.

For the record, I didn’t smoke, drink alcohol, take any type of drugs, have any illnesses, have any history of autism on either side of our families that we were aware of, or have lead paint in our home.

After observing Hannah for a while, interviewing us, and looking at the intake questionnaires, behavioral assessments, sensory profiles, and all the previous doctors’ notes, he ended our meeting and said the summary with conclusion would be mailed within the following month.

One June afternoon, I got the mail and found the letter. After a few moments, I ripped it open, skimmed the long summary of diagnosis that categorically went over the diagnostic criteria. It cited clear evidence that without a doubt, Hannah had autism. The summary said that Hannah’s intact family was a strength for her.

Our daughter had autism. We mourned, and I had to share the information with our parents. My husband’s father responded, “How does that make you feel?” It felt like those words knocked the wind out of me. They kicked me when I was already down, but I had to focus on moving forward.
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Lori R.: There is hope after a diagnosis. Hope for the best life possible for your family. Hope to dream new dreams for your child. Hope that they will be loved and embraced by others. The list goes on. Hope is a powerful thing.

Jen: Noah is not autistic; he has autism. It’s not something he asked to be given. It’s the way God designed him.

Lori V.: A diagnosis of autism allowed Byron an IEP at school. The IEP and the school system’s autism consultant were of great benefit for Byron. I knew I needed to advocate for my son in order for him to have the tools he needed.

Susan: Our families have never thought of us as anything other than good parents. There was no blame, no shunning, no excluding Tyler from things, and no thinking they could do a better job.

Karen: Eric was first diagnosed with attention deficit hyperactivity disorder (ADHD) only. I felt there was not enough behavioral help. A teacher then identified his autism, and I felt there was much more support.

Sarah: Now that Mitchell has a diagnosis, his behaviors make sense for the first time in his life. Now I can work to help him, and it’s no longer a fight against it. Now we know what we need to do.
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