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For My Boys, Fede, Matias, and Oliver






PREFACE

Three months after giving birth to my first son, Matias, it was time to go back to work. I felt the dread and the separation anxiety every mother feels when the short maternity leave was up. Each night, I rushed home to give him his last feeding before bed. Between being a first-time mother and being entranced with every move, giggle, and twitch my precious firstborn made, I didn’t realize that he was not progressing the way he should.

He never crawled.

He had sensory issues.

His speech was delayed.

Now I wish I’d paid more attention and had known what these signs meant. But like all parents, I simply wanted my son to have a happy, uncomplicated childhood.

As early as two and a half years old, when he began school, Matias struggled to learn the alphabet. He steadily fell further behind his classmates in reading, spelling, and comprehension. Yet whenever I asked about his progress, his teachers assured me that Matias was “within range” developmentally.

Far from being any kind of children’s expert, I chose to believe them.

Looking back, I was mired in denial. Why did it take me so long to admit that Matias needed help? What was I thinking?

Choosing to listen to the “experts” at school meant not having to acknowledge that he might fall through the cracks of the educational system and ultimately face a tough road ahead, not just in school but in life itself.

By first grade, the thought of going to class tormented Matias so much that he resisted going. After the hour-long struggle of getting him to school, he did everything he could to avoid reading in front of the class.

It took all of the courage my little guy had in him to bravely raise his hand for help. He asked for support so many times that his teacher and classmates gave him an unfortunate nickname: “The Statue of Liberty.”

Perhaps my son’s pediatrician might have identified Matias as a child who would need early intervention and special services in school if she’d had more time to see him, but given the way our health-care providers are pressured by insurance companies, one out of three well-child doctor visits are 10 minutes or less.1 To our doctor, Matias seemed healthy and happy—and of course, in most ways he was.

The teachers should have been my allies in spotting Matias’s academic problems and addressing them. I knew they cared about my son. But the sad truth is that many schools have an approach of “don’t ask, don’t tell” when it comes to identifying and providing services for children with dyslexia, largely because they know they don’t have the funding to provide specialized teachers or extra resources.

If you’re reading this book, my guess is that you or someone you care about is trying to support a child with dyslexia and have been met with untrained teachers, staff, school district officials, and a child study team (CST) that delay or deny student evaluations, and provide infinite mountains of paperwork. And, inevitably, your money and your patience runs out.

I call this complex ribbon of obstacles “the invisible red tape.” It exists almost everywhere in America, and it threatens to wind itself around us until we’re mummified and silent. Now that you’ve encountered it, you’re probably angry and desperately seeking tools you can use to slash through it and get the help your child needs.

Looking back, I wish I’d trusted my maternal instincts and gotten angry sooner. Maybe then I would have pushed for earlier interventions to keep Matias on track. At age three, your child’s brain is only 80 percent the size it will be at adulthood.2 Researchers agree that how you nourish and care for your child during the first thousand days of life—from conception until age three—has a profound impact on how your child will develop and learn.

I wrote this book to help frustrated parents like me, not just get by, but also to have your child with dyslexia thrive in spite of all the internal and external obstacles that come their way. I’m sharing not only the shortcuts, tricks, and inside information I used to cut through that invisible red tape, but also solutions and hacks from more than two hundred other parents and experts I spoke to over the course of writing this book.

In the first section, “How Did We Get Here?,” I offer the startling facts about dyslexia and frame the problems we face in educating children affected by this invisible learning difference. The second section, “The Story of My Son’s Dyslexia Journey,” details my own personal story as a mom who started out denying that my son had learning issues, but who gradually became a fierce advocate pushing for changes in how our government and schools educate all children with dyslexia.

The third section of the book offers you an “Outrageous Highlights Reel” of parent stories I’ve collected from across the country. Federal and state education laws are implemented at the local level, so I made a point of engaging with parents from distinct geographic regions, as well as from different educational backgrounds, income levels, and professions, to see how these factors impacted their journeys. Some of the stories are infuriating, like the one about a mom who was told by a school district attorney that it was fine if her son didn’t reach his full potential, “because we need more janitors.” Others, like the stories of children so shamed and depressed by their school experiences that they wanted to kill themselves, will surely break your heart.

And in the final section of this book, “Savvy Solutions to Persistent Problems,” I offer some measure of hope. I spoke to teachers, principals, school superintendents, psychologists, and researchers about the most common challenges parents face in having our children properly identified and served with the resources they need to learn, including early intervention, specialized teacher training, and adequate funding. Happily, many of them spoke frankly with me about the view from the other side, and I share their thoughts here, because the more you know, the better you can fight. I also outline simple, pragmatic steps you can take right now to ensure that your children receive the education they deserve.

By the time you finish reading this book, you will have enough knowledge to have the confidence to trust your instincts and know when your child needs help. Even when school officials tell you that your child is “within range.” Even when they say they’re “doing everything possible to help.” You will be able to recognize when your child’s teacher isn’t cutting it. When your child is not receiving the right interventions. Finally, you will be able to spot and call out gaps in services your child misses out on due to lack of educational funding.

Most important, you will have the tools you need to cut through whatever invisible red tape is keeping your child from learning. I invite you to join me in becoming a force for change.






SECTION I HOW DID WE GET HERE?


FRAMING THE PROBLEM

Imagine a child, five or six years old, who has been invited to meet the family in a house down the road. His parents tell him he’ll love it, because this family has lots of nice children, and he’s excited to go.

However, when the child arrives, the house is completely dark. He can’t find the light switches, despite people telling him where they are. The longer he stays in this dark house, the more frustrated and frightened he feels—especially since the other children seem to have no problem navigating the rooms.

That’s what it’s like when a child with dyslexia is trying to learn how to read. As neuroscientist Sally Shaywitz, MD, points out in her groundbreaking book, Overcoming Dyslexia, “Most children look forward to learning to read and, in fact, do so quickly. For children with dyslexia, however, the experience is very different: For them, reading, which seems to come effortlessly for everyone else, appears to be beyond their grasp. These children, who understand the spoken word and love to listen to stories, cannot decipher the same words when they are written on a page. They grow frustrated and disappointed.”1

Dyslexia is referred to as a hidden or “invisible” disability that often goes undiagnosed, simply swept under the rug. Unlike students with obvious physical disabilities, attention deficit issues, or behavioral problems that impact learning, many children with dyslexia develop coping strategies to fit in with their classmates, like memorizing or guessing words based on context. Teachers—especially those with little training in identifying dyslexia, or those overburdened by too many children in class—may chalk up a child’s failure to read as laziness, or as the child just being “slow.”

School districts often resist identifying children with dyslexia because they lack the specialized staff and reading programs necessary to help them. As a school administrator in Chicago admitted, “I barely have enough money in my budget to get kids to school and feed them. How am I going to educate a kid like yours, who needs more resources?”

I was floored. I couldn’t believe the scope of budget crises that schools like this are facing. Yet I also knew that we have no choice but to keep fighting for all our children—not just the lucky few who get the proper support. Dyslexia is the most common of all neurobiological disorders, affecting up to 20 percent of our population and up to 90 percent of all those with learning disabilities, according to the Yale Center for Dyslexia & Creativity.2



That’s right: One out of every five people in the U.S. has dyslexia.3



To put dyslexia into context, it falls under the specific learning disability category (SLD), which is by far the largest of any category in the thirteen categories covered by the Individuals with Disabilities Education Act (IDEA). These numbers are too large to be ignored.

If those numbers are still too abstract, consider this: The average national class size is just over twenty students. Given what we know about dyslexia, twenty percent of that classroom will be impacted by this invisible disability because they aren’t seen or diagnosed in time or don’t receive appropriate interventions and instruction.

This isn’t a blip. This is a massive problem, and we need to solve it.


DEFINING DYSLEXIA

DYSLEXIA is a brain-based type of learning disability that specifically impairs a person’s ability to read. These individuals typically read at levels significantly lower than expected, despite having normal intelligence. Although the disorder varies from person to person, common characteristics among people with dyslexia are difficulty with phonological processing (the manipulation of sounds), spelling, and/or rapid visual-verbal responding. —National Institute of Neurological Disorders and Stroke.4




NOT EXACTLY FUN FACTS


	According to the International Dyslexia Association, the exact causes of dyslexia are still not completely clear, but anatomical and brain imagery studies show differences in the way the brain of a person with dyslexia develops and functions. Moreover, most people with dyslexia have been found to have difficulties with identifying the separate speech sounds within a word and/or learning how letters represent those sounds, a key factor in their reading difficulties. Dyslexia is not due to either lack of intelligence or a desire to learn; with appropriate teaching methods, students with dyslexia can learn successfully.

	Dyslexia occurs in people of all backgrounds and intellectual levels. People with dyslexia can be very bright. They are often capable or even gifted in areas such as art, computer science, design, drama, electronics, math, mechanics, music, physics, sales, and sports.

	Dyslexia can be inherited in some families, and recent studies have identified a number of genes that may predispose an individual to developing dyslexia.5






GLOSSARY OF TERMS


	504 Plan:

	Provides accommodations and related services to general education students who are identified with a disability but who don’t need specialized instruction.

	CST:

	A Child Study Team is a multidisciplinary group of professionals typically employed by the board of education to provide parents and teachers with a variety of learning related services.6


	CTOPP:

	The Comprehensive Test of Phonological Processing helps evaluate phonological processing abilities as a prerequisite to reading fluency.7


	EIP:

	An Early Intervention Program is the term used to describe the services and supports that are available to babies and young children with developmental delays and disabilities, and their families. These may include speech therapy, physical therapy, and other types of services based on the needs of the child and family.8


	IEP:

	An Individualized Education Program provides specially designed instructions, accommodations, modifications, and related services, such as speech-language therapy, to students who qualify for special education.

	OHI:

	Other Health Impairments is the term used to cover several impairments or disorders that limit a student’s ability to learn. Whether a condition falls under OHI depends on the limitations the condition places on the student in three different areas: alertness, strength, and vitality. This category includes health conditions like diabetes and asthma, as well as attention disorders like attention deficit hyperactivity disorder (ADHD).9


	RTI:

	Response to intervention is a systematic way of identifying struggling students and giving them extra help.10


	Science of Reading:

	Includes all methods or approaches that have been found, through research, to teach kids how to read.11


	SLD:

	Specific Learning Disabilities is the umbrella term the federal government uses to describe one or more of the basic barriers involved in understanding or using spoken or written language. According to federal guidelines, in order to qualify for an IEP, a specific disability must be identified.12




Three Tiers of Response to Intervention Support


	Tier 1:

	The Whole Class Intervention: Teachers do their best to give the kids instruction that fits their skill levels and how they learn best in a general education classroom

	
Tier 2:


	Small Group Intervention: Fewer students in a group, more deliberate, direct and explicit in how students are taught and how feedback is modeled, with details provided

	Tier 3:

	Intensive Intervention: Intensive instruction, including the introduction of a specialist with specific expertise to weigh in on the situation13




LAWS THAT SHOULD WORK, BUT DON’T

Students with dyslexia have the same basic civil rights to an education as the rest of the population, thanks to the Individuals with Disabilities Education Act of 1975 (IDEA), section 504 of the Rehabilitation Act of 1973, and the Americans with Disabilities Act of 1990 (ADA). These laws define the rights of students with dyslexia and other specific learning disabilities, and legally entitle them to special services designed to help them overcome and accommodate their learning differences, including tailored educational programs.

According to a report by the National Center for Learning Disabilities (NCLD), “students identified by schools as having a disability may qualify for one of two types of assistance. An IEP has specifically designed services and a 504 plan has accommodations for those in general education.”14

Sounds good, right? There’s just one problem: None of these laws are working.

Of course, everyone agrees that early identification and intervention are key to helping students with dyslexia learn to read by that critical third-grade year—when all children are expected to read fluently enough to comprehend and retain content.15 Only 6.6 percent of students in special education are typically identified with specific learning disabilities (SLD) by age six, and the achievement gap can be seen by first grade; it doesn’t all of a sudden appear in third grade. Yet by age ten, the percentage increases to just over 40 percent of students identified.16

What’s wrong with this picture?

It’s either ignorance or pure denial. As I discovered while interviewing parents around the country, many students don’t receive an “official” evaluation and diagnosis for dyslexia until third grade or beyond. This puts them at risk for academic difficulties. At the very least, students with SLD who aren’t identified or don’t receive the services they need in time are likely to enter middle and high school without essential literacy skills. Children who experience reading difficulties by third grade are four times more likely to leave school without a regular diploma compared to proficient readers, according to a study by the Annie E. Casey Foundation.17 Children with dyslexia are twice as likely to drop out than the general population.18 A study out of Northeastern University found that “high school dropouts cost taxpayers $292,000 over the course of their lives.”19 This means that if we are proactive and provide literary services to kids earlier, we could prevent the reliance on social services later. There is a small window of opportunity that the “let’s wait and see” approach is not addressing.

However, it’s no stretch to suggest that there’s a link between children with undiagnosed dyslexia—or those who are identified as having dyslexia but are never given the appropriate interventions—and our prison population. The Literacy Project reports that three out of five people in U.S. prisons can’t read, and 85 percent of juvenile offenders have trouble reading.20

On the other hand, 35 percent of entreprenuers define themselves as dyslexic in the U.S.21 Some had the advantage of being given the help they needed early and others were able to develop coping mechanisms to use their big-picture, problem-solving skills. According to Made By Dyslexia, a global charity, 70 percent of successful people with dyslexia had a “champion” who recognized their potential.22 The organization has launched an awareness campaign to help the public better understand dyslexia by encouraging people to speak openly about it, featuring a number of celebrities, including Orlando Bloom, Richard Branson, Kate Griggs, and Keira Knightley, discussing their triumphs and struggles.

There is proof that investing in early childhood can have a huge impact, not only on individual children, but on our nation. As Nobel Memorial Prize winner James Heckman explains in the Heckman Equation, every child needs effective early childhood development to be successful, but disadvantaged children are least likely to get it. Professor Heckman has proven that investing in early childhood development, especially among disadvantaged children, produces great benefits across education, health, economic, and social outcomes. Investing early in education produces high returns in a cost benefit analysis; for every $1 invested, it produces $6.30 worth of benefits for society.23 So why aren’t we being more proactive about helping all children develop and learn?

THE SYSTEM IS BROKEN

If we have the laws in place, why aren’t children with dyslexia being identified earlier and receiving the education they need—and deserve?

The answer is complicated. It starts with the fact that many of us are hesitant to “label” our children as different. We’re also too willing to believe what teachers and school districts are telling us, rather than trusting our own instincts. This naivete allows schools to be resistant when it comes to providing special education services.

I did not struggle in school, and expected the same of my children. By the time Matias was only eighteen months old, I begrudgingly admitted that there were concerns, thanks to nudging from my mother and husband. However, I still resisted applying for government-funded early intervention services because I didn’t want my son to be labeled as “less than.” If he had a label, I was afraid that Matias wouldn’t have access to the same things other kids did in school.

I’m not the only parent to deny that my child needed help. In fact, even when educators do recommend that children be evaluated for special education services, the NCLD estimates that parents follow their recommendations only 56 percent of the time.24

Federal laws like Child Find, part of IDEA, require schools to identify and evaluate all children who have a disability and who may be entitled to special education services. When this law is implemented, states are required to identify and evaluate students at no cost to the parents. Here lies the problem: States look the other way in implementing these laws because of lack of consistent oversight from the federal government. Fundamentally, the finances and extra effort needed are standing in the way of helping our kids early. You will see these reasons as the crux of the issue in the stories to follow.

In order to standardize and monitor the states’ implementation of Child Find, parent-led grassroots organizations have been involved. Grassroots groups like Decoding Dyslexia now claim chapters in all 50 states. Forty-six states have laws supporting dyslexic students that put an emphasis on early screening for dyslexia and teaching that includes phonics instruction and phonemic awareness, according to the International Dyslexia Association.25 However, even with these laws in place, schools still find ways to skirt them, claiming they don’t know what tools to use or saying that they have budget constraints in regards to screening.

As a result the onus is still on parents to push for screening, evaluations, and interventions, often paying out of pocket for those expenses, even though most can’t spare the money (or time).

There are many caring teachers, but they’re caught up in a broken system too. In my interviews with parents across the country, I heard over and over again about teachers who approached parents to suggest that their child should be identified for educational services, then quickly said, “But you didn’t hear it from me,” or, “But of course we can’t say the word ‘dyslexia’ here.”

There seems to be a gray area among parents and teachers to use the word “dyslexia,” as it is a diagnostic term and they are not in the position to diagnose them. However, if we don’t speak more often about dyslexia, it propagates the taboo. The schools don’t want to say the word, because if they do, they need to have resources to support it, which they don’t. So shhh.

Finally, in 2016, parents began to gather on Capitol Hill every July for a SayDyslexia Rally to bring awareness to the issues at local schools to the national capital to create change.

Why are teachers sometimes reluctant to raise red flags when a child needs an evaluation or special services? Because those services cost money, and in many districts, teachers fear retaliation by administrators for speaking up. For instance, the SEEK CT survey of teachers in Connecticut reported that 65 percent of staff said “they would likely be reprimanded or punished if they openly spoke with parents about what their child needs related to special education.”26

Of course, many teachers also lack the specialized training they need to identify children with special needs. Many parents I spoke with were told their children were just “slow” in reading, and that nothing more could be done to help them. One mom was even advised to “use kind words with staff” in an IEP meeting with teachers and school administrators when she lost her temper, “because we’re doing all we can to help your child read.”

THE READING WARS ARE STILL A THING

Of course, when I was a new mom, I didn’t know this basic fact: Reading doesn’t come naturally to all children. I assumed that my son’s teachers would show him how to read, and eventually he’d pick it up. That’s a myth. According to Dr. Louisa Moats and Dr. Carol Tolman’s 2009 work, The Challenge of Learning to Read, “The attainment of reading skill has fascinated psychologists and invited more study than any other aspect of human cognition because of its social importance and complexity.”27 The truth is that children with dyslexia must have a specific type of reading instruction in order to learn how to read, but most schools don’t have these methods of instruction in place.

Over the past forty years, there has been a battle in the classroom over two basic types of reading instruction: phonics versus whole language. One approach assumes you know what you’re seeing is a “CAR” and the other explains all the parts that makes up the C-A-R.

In simple terms, phonics-based reading instruction breaks written language down into simple components, using letter sounds and letter symbols. Phonics-based reading utilizes decoding, where children identify and break down the letter sounds within a word and then piece the sounds together. “When using the phonics method, kids see a new word, take what they know about what sounds each letter makes, and then put those letter sounds together to sound out the word. It allows a child to do things like switch out a c with an h to get either ‘cow’ or ‘how,’ or to put those two consonants together to read the word ‘chow.’ ”28

In the whole-language approach, kids are expected to draw from their prior experiences, and the framework around a word, instead of breaking down the sounds. The idea is that if a child sees the word “cat” written enough times alongside a picture of a cat, he/she can associate the whole word with that picture and will know how to read it.

Schools typically are using whichever reading instruction materials their districts provide, varying greatly based on the knowledge of those making the decisions. Emily Hanford, a senior education correspondent and producer with American Public Media (APM), has done extensive reporting on dyslexia and other problems with reading. As she reported in the Hard Words podcast, most teachers today, except recent graduates, are convinced that the whole-language reading approach is the best, since that’s what they were taught and have used thus far in their careers.29 But according to the current research, phonics is essential for all children when learning how to read. And Hanford has reported that only four in ten current teacher-preparation programs nationwide train future teachers on the reading components that have been identified by research to be the most effective.30 We can see why this is a root cause of education inequality for children with dyslexia.

INADEQUATE SPECIAL SERVICES

When Matias started school, I trusted the teachers to educate him. If he struggled, I assumed that the school would find ways to help him catch up with his peers and succeed academically.

That’s when I snagged on another bit of invisible red tape: In addition to not being screened early or thoroughly enough, most children with dyslexia are not given the appropriate services due to the reading wars.

For example, many children with reading problems and other academic issues are held back in school so that they’ll “catch up” with their peers. According to the National Center for Learning Disabilities (NCLD), “1.22 million students repeated a grade, yet 76 percent of those were general education students who hadn’t yet been identified as having a disability.”31 Here’s the thing: If children with dyslexia are held back without being properly evaluated, or if they are identified but don’t receive appropriate reading strategies to teach them to decode words, holding them back will do nothing to help. They’ll still be fumbling for light switches in that dark house.

If you or your child’s teachers suspect something might be going on with your child, you’re most likely to hear the phrase “response to intervention,” or RTI. That, too, is problematic.

RTI is loosely defined as a framework for teaching elementary school students who need a bit more support in areas such as reading. It has been adopted in more than 70 percent of school districts across the country, making it more of a general education approach than a special education strategy. RTI calls for schools to identify learning problems early, and to adopt interventions—according to the Education Week article, “Study: RTI Practice Falls Short of Promise.”32 Students who need more reading intervention strategies receive a Tier 2 level of additional supports.

Sounds good, right? However, sometimes schools use RTI “incorrectly to delay or deny a timely evaluation for students suspected of having a disability,” according to the NCLD. In addition, if your school says, “We aren’t putting your child on a 504 plan or an IEP because we’re giving him RTI,” that means that your child’s teacher and school are adopting intervention strategies that they think will help your child—but you have no say in the approach they will take, nor any way to measure if their interventions are working, because there’s no formal “program” that the school is being held accountable for following. I experienced the RTI debacle with my younger son.

One article in Education Week reveals that RTI may actually hold back some children it was originally designed to help. For instance, first graders who received reading interventions without an appropriate evaluation actually did worse than “virtually identical peers” who didn’t get more targeted assistance, according to a study released in November 2015 by the National Center for Education Evaluation and Regional Assistance.

To complicate matters, if your child has another, more visible problem, like ADHD (attention-deficit/hyperactivity disorder), which coexists with dyslexia 30 percent of the time, your child may be “diagnosed” as having behavioral problems that interfere with learning.33 If that’s the case, the onus will be placed on you to improve your child’s behavior with some combination of medication and behavioral interventions, often without your child being evaluated for other learning issues that might also be causing him or her to act out.

And finally, if your child does end up being evaluated by the school district and qualifies for special services, those services will likely be “pull out” sessions, where your child will see a special education teacher for small group help sessions. The first problem with that is, schools don’t have enough qualified special education teachers trained in the science of reading to go around. The country as a whole is facing a teaching shortage, according to the Economic Policy Institute, particularly in science, math, and special education.34 In fact, some school districts are so desperate that they’re importing special education teachers from countries abroad, because American-trained teachers are often reluctant to go into that particular discipline. And why wouldn’t they be? In addition to low pay, emphasizing testing over teaching, and tying teacher performance to test scores, SPED teachers are also grappling with serious issues.

Problem number two is that those pull-out sessions are not synced with general education scheduling. Thus support services often take place while important content is being taught in your child’s regular classroom—so your child will fall further behind in those subjects.

Finally, the pull-out sessions will likely include groups of children with various kinds of learning issues. Most special education teachers are either not trained in the specific type of reading instruction recommended for children with dyslexia, or are forced to accommodate many different learning disabilities, with different recommended approaches, at the same time.

There’s got to be a better way, right? There is, and we’ll get to that in the final section of this book, “Savvy Solutions to Persistent Problems.”

FUNDING: WHERE IT ALL BEGINS

Even for children who are identified early on as dyslexic, the outcomes aren’t always great. The bottom line is that most schools don’t have the budget for special reading programs and other resources dictated in their IEPs, 504 plans, or RTI interventions.

For example, in the charter school my younger son, Oliver, attends, there are around six hundred students. Despite the statistics I’ve cited above, only about thirty-five of these students have been identified as having learning issues that qualify them for IEPs. That’s less than 6 percent of the entire school population, which suggests that a heck of a lot of students there are coping with unidentified issues. However, Oliver’s school is lucky to have a highly trained literacy specialist on staff. Other schools have the specialists travel around the district for support. How is it humanly possible to serve kids with up to thirteen different types of needs, all grouped together in the same session?

It isn’t.

The thing is, when it comes to dyslexia, we know a lot. Research has identified specific, structured literacy programs that can teach a child with dyslexia how to read, including the Orton-Gillingham Approach, the Barton Reading and Spelling System, and the Wilson Reading System.

But despite this wealth of knowledge, there is a resource gap. Only 12 percent of teachers and parents internationally in a Made By Dyslexia Global survey stated it was very easy to spot dsylexia in their schools.35 Even fewer are trained in Orton-Gillingham and related programs. According to the National Council on Teacher Quality, only 37 percent of elementary and special education programs appear to be teaching scientifically based reading methods to preservice teachers.36

Given the funding crisis in our schools, we aren’t likely to see this change anytime soon—unless we keep making noise. (More on how we can do that later, in the “Savvy Solutions to Persistent Problems” section.)

It costs twice as much to educate a child with special needs versus a general education student.37 With too little help from the federal government in funding, it leaves a gap for the state and local goverments to fill out of their already strained budgets.

The reality? That’s not happening either.

The federal government is currently picking up only 15 percent of the shortfall, not the mandated 40 percent excess cost per general education student, which means that, nationwide, states and local school districts are struggling when it comes to providing appropriate resources for children identified with special needs.38 Hence the “don’t ask, don’t tell” policy adhered to by so many school districts.

However, there are glimmers of hope, which we’ll discuss in the final section of this book. I’ll highlight examples of innovation in the form of dyslexic charter schools, microschools, and private schools focused on language-based learning differences. Optimism also lies in uncovering new solutions. The Research Excellence and Advancements for Dyslexia Act (READ) was signed into law in 2016 with a sunset provision for 2021, which means that the National Science Foundation must spend at least five million dollars per year on SLD research. What’s more, half of this funding must be spent on dyslexia.

With this research effort and the raised outcry of parents across the country, hopefully we can look forward to a time when we will see the following solutions:


	We will identify dyslexia earlier, with better screening methods.

	We will provide science of reading training to teachers to better understand and instruct students with dyslexia and other SLD.

	We will create and implement more effective educational tools for children with dyslexia and SLD.

	We will scale successful models of dyslexia intervention.



To offer children with dyslexia an equal opportunity at education, we must keep finding that invisible red tape and hacking through it whenever schools are being resistant or opaque about policies or funding. Only by vigilantly advocating for our children, and for all children who need an extra hand to succeed in school, will we make education truly equal in this country.






SECTION II THE STORY OF MY SON’S DYSLEXIA JOURNEY


315.02.

Those five numbers may not mean much to the average person, but to me, they were everything, because that’s the DSM-V code used by mental health professionals to diagnose dyslexia. I had been working and waiting almost five years to get that diagnostic classification for my son so that we could put those numbers on his records once and for all.

Selfishly, it felt good to prove all the doubters wrong, but for him, I thought it would be much more than that. I was naive enough to think that getting the 315.02 designation on his IEP would magically unlock an infinite amount of resources located behind door number three. Unfortunately, it was not. Instead, getting the code turned out to just be the first move in what ultimately became a much longer game than I could’ve ever anticipated.

Like most parents, I lacked the ample time and patience required to navigate the early years of a child’s education. But let’s back up. I‘d like to share a few moments from my story to help you understand how I formed my belief system, and what inspired me to write this book.

I was raised by two parents from the Midwest, who moved to Tampa when I was one. My mom was the only girl in her family, and her mother believed in the generational bias that boys were breadwinners and women should marry well. Her brothers went to medical school due to the emphasis on a career. My mom wanted to go to medical school as well but wasn’t encouraged to do so. She did not want to be dependent on a man for income so she went to school to become a speech pathologist. She vowed that she would raise her two daughters differently, giving them the opportunities that she never had. Blessed with a strong entrepreneurial spirit and work ethic, she ran two successful comprehensive speech centers while also raising us.

My dad is an engineer by training, and financial adviser by trade. Stoic and stable, he is very analytical and amazing with numbers. “Dad, what are you up to today?” I would ask on a Saturday morning.

“Oh, the usual,” he’d answer. “Just got your mom some flowers, watching a few football games, spent some time at the puzzle table, and off to dinner with friends somewhere your mom picked.” He’s very predictable, a creature of habit. I tell him everything, because he never judges me—just gives me the space to figure out how to proceed.

It was always a fun ride between the poles of my mom’s creative drive and entrepreneurial spirit, and my dad’s calm and predictable ways. I became sort of an amalgam of both of them. My sister sits firmly in the middle, the unofficial mediator, a skill she honed during her time as a social worker and now applies to her work as a human resources director.

My friends have always described me as a bold, provocative, creative spirit. I plead guilty as charged. I believe that taking an unconventional approach to life allows us to have more fun, have greater life experiences, tell better stories, gain wisdom, and be better equipped to solve the complex problems that life throws our way. I learned this at at a young age.

I started to question authority out of the womb. Surface answers never satisfied me. I wanted to understand the context, the anthropology, behind the answers.

My mom saw this and felt very strongly that I should have a progressive education to encourage this curiosity, so I started out in the Montessori system, then transitioned to public schools in the fifth grade. But learning was not a breeze for me, in any environment. I was in gifted classes and could take in information easily, but I struggled with attention issues. I could never finish long books (and I still can’t believe I’m writing one now!). To this day, I prefer audio formats, where the voice sticks in my head easily. (If you’re like me you’re probably listening to the audio version of this book.)

I tried to apply my creative, inquisitive approach with the popular crew in my new public school. They were not big fans of it. On the first day, I jumped on the bus with my bright yellow glasses and began asking what fueled their souls. All they wanted to know was what material items my family had access to that might up their status. My cool style and big mouth was enough to be tolerated, but I always felt most at home with freaks and geeks. Studying people made me happy, and I quickly learned what made them tick.

I continued to study foreign cultures in college, where I minored in Japanese language and lived for a semester in Japan. I actually majored in advertising at the University of Florida, because I had a hunch my interest in people and cultures could help me create more compelling, relevant, and resonant themes for products and services.

This led to a career as a strategic planner for ad agencies. For twenty years I helped companies figure out what drives their audiences, so creatives could craft meaningful campaigns. I learned how to navigate the corporate waters by working with brands like Budweiser, Britney Spears, Samsung, Coca-Cola, and Procter & Gamble. Then I took a big risk when I was at the top of my game at a chief strategy officer level in advertising and decided I needed to leave the world better for my kids, so I turned my skills to focusing on mission-driven projects such as the ACLU, Fusion Media Group, and the United Nations.

I call this “positive defiance.” This means breaking rules in a constructive way to fix what’s not working. I’m hoping that the skills I’ve developed in my career as a passionate, curious storyteller will come in handy now as I tell the most important story of my life.

THE BIG PICTURE

My husband, Federico, has been my patient partner on this crazy journey. It is important to understand all the amazing talents he brings to our story. His passion for life is contagious. He is a great observer, a common trait of those with dyslexia. These genes allowed him to see the signs of Matias’s dyslexia early on, well before I wanted to hear it.

He grew up in a family of eight in the south of Argentina. Little was known about dyslexia at the time, and certainly, no one was being diagnosed as dyslexic. His parents couldn’t understand how he was so bright, yet struggling in school. They tried to figure out the best environment for him to learn in, sending him to four schools in five years. However, none of these options worked without a proper diagnosis and the accompanying support that might have showcased his brilliant mind. His struggles in school seriously impacted his self-esteem.

But by the age of seventeen, the frustration between him and his parents had reached a tipping point. He moved out of his parents’ house to live alone in an abandoned building. It was not an ideal solution, but the only one he could think of to mitigate the situation. With his newfound sense of freedom and control, he dropped out of high school and began working at a variety of jobs in town. Through these experiences, he confirmed that he was a great observer and a people person. And that he probably wasn’t suited for a traditional career.

When he started to think about what would come next, he headed to Buenos Aires and then turned his sights toward the United States, where he saw the potential for a better life.

I’m so lucky he did, because it led him to me, on a beach in Coney Island a few years after he arrived. Five years later we welcomed our first son, Matias, who shares his father’s passion, observation skills, and learning style. I’m so proud of my husband, whose skill at seeing the big picture and capturing moments helped fuel his entrepreneurial path as a photojournalist and a coffee shop owner, bringing a whole neighborhood together.


HELPFUL HINT: BEFORE GETTING PREGNANT

Do you know that dyslexia is a neurobiological condition, and can therefore be inherited?

If one parent has it, there is a 40–60 percent chance that one or more of their children will be dyslexic.1 If you suspect that you or your partner might have struggled with learning issues, talk about it. You might ultimately want to consider raising the child in a school district or area that is supportive of learning differences and willing to direct resources toward them.



MEET MATIAS: A DIFFICULT ENTRY INTO THIS WORLD

I had an easy pregnancy. Everything seemed to go by the book. Matias even arrived on his exact due date.

However, the birth experience was not what I had expected at all. He got stuck in my birth canal, my blood pressure began to drop, and he was breech, with his butt positioned to come out first. After twenty-four hours of painful and difficult labor, I was rushed into an emergency C-section, where Matias and I almost didn’t make it.

His Apgar scores were fine, so there was no permanent damage done. I am thankful for an ob-gyn intern who was on standby, but jumped into the leading role and saved him as the doctors were reaching their breaking point.


HELPFUL HINT

Start keeping all of your health records starting from your delivery. You will be asked for them multiple times during the intake and IEP processes.





I was finally healed from the surgery and enjoying all the firsts in the comfort of my home. We quickly achieved some predictability. Matias was as steady as a clock. Sleeping like a champ, eating with gusto, and a smile so big it was contagious. I couldn’t believe how lucky I was to have such a gift.

Three months later I was back to work, forced to contain my excitement about being a new mom in an industry that was not welcoming to such “distractions.” It’s kind of ironic that I worked at one of the largest advertising agencies, on one of the biggest mom brands in the country, and I was told to keep my own “kid moments” at bay because my colleagues feared it might derail my career. One boss of mine, with no trace of irony, told me, “Moms don’t come back to work; they stay at home where they should be.” And when I got pregnant with my second baby at another agency, I was fired upon telling them. These companies did not have an environment that was open to women seeking to grow their families.

Given my stark work enviornment, the bright spot of my day was when I could return to my family. Every night I would rush to seek the comforts of home, to bond with my baby, give him his last feeding, and eat up that big smile.

I was so immersed in his preciousness that I failed to note some obvious delays. I wish I had paid more attention.

THE MISSED MILESTONES

I shared with our pediatrician my husband’s family history with learning disabilities and my concerns over Matias’s missing milestones. She brushed off my worries and told me he was within range of normal. But how is it normal for your child to never crawl, speak almost six months late, and struggle with an overresponsive sensory system that triggered an averse reaction to getting dressed?

Of course, I wasn’t alone in living in the ignorance of these delays. As new parents, most of us want to enjoy all the firsts, but children with special needs typically miss developmental milestones, and parents wait an average of nine months from when they first sense something is off before seeking an evaluation.2

I don’t think my pediatrician wanted to worry me. In retrospect, I’m upset that we didn’t have more meaningful dialogue, but how is that supposed to happen when one third of all well-child visits are under 10 minutes?3 How can pediatricians (or RNs, or physicians’ assistants) diagnose developmental delays in this time? One in four children are at risk for developmental delays before the age of five, when they are easy to address—if spotted.4 But given the insurance companies’ mandate to be efficient and effective, we all lose.


HELPFUL HINT: USE A MILESTONE TRACKER AS A TALKING POINT WITH YOUR DOCTOR

The CDC’s Milestone Tracker app is one of your choices. It helps you keep track of how your child is progressing developmentally. This is not meant to be used in an obsessive manner but simply to see where your child falls along the spectrum of development for their age. It’s an easy way to calm (or ignite!) your fears, using real-time data.



EARLY INTERVENTION: WHY DOES IT SOUND SO SCARY?

After a bit of prodding from my mom and husband, I decided to take matters into my own hands. I asked my friends how their children measured up, and their answers confirmed my fears. But I still didn’t want to deal with all the known and unknown obstacles we were about to face in dealing with government services to get my son the help he needed. I wasn’t alone. Unsurprisingly, up to one-third of parents with kids with learning disabilities don’t feel prepared to take on the challenges.

While I saw his challenges, I didn’t want them to officially show up on paper, and I fought to keep it that way. That is, until my mom visited when Matias was two and a half, and forced me to confront the issue, giving me a list of phone numbers and websites for free resources and support from the government. I couldn’t say no, so I agreed to explore our options.

Little did I know that all these numbers she was giving me were part of a program to get support for your child called “Early Intervention,” which sounded to me like something you see on a scary reality TV show. I thought, Ugh, what have I done wrong as a parent that I need an intervention for my child?

Early intervention is defined as a set of services that the government provides to children, from birth to three years old, with developmental delays or medical conditions. These are covered under Part C of the Individuals With Disabilities Education Act, to minimize the long-term cost of special education and encourage treatment in these critical early years. It has generally excellent results, with many delays resolving by the time a child enters preschool. Yet up to 90 percent of eligible children never receive these services.5 In my case, I would never have known they existed if I waited to hear about it from Matias’s pediatrician. Thank God for Mom.

EARLY INTERVENTION BARRIERS: TRUST

As a member of a middle-class family, I hadn’t previously known what it felt like to qualify for government support or services. As we all know, society and the media often stigmatize those who receive them. I can only imagine this discomfort heightens if you already have reason to distrust the system, or you come from a community not treated with respect. I heard from a few parents that they felt evaluators were coming to their houses less to screen their children than to check up on their parenting skills and surroundings. According to the Journal of Developmental and Behavioral Pediatrics, black toddlers are up to five times less likely than white toddlers to receive early intervention services when they need them.6

So, once you agree to actually trust the system, you have to learn how to swallow your pride and bare your soul to complete strangers in order to qualify for assistance. The first step involves calling a hotline, leaving your number and enough of your heartbreaking story on a voice mail that will then live on in the unknown holding area of a large government system.

Hopefully, someone will be sympathetic enough to your needs and your story to call you back. As J. M. Barrie, the creator of Peter Pan, once said, “The world is made of faith, trust, and pixie dust.” Here’s hoping you get plenty of the dust in return for your faith and trust.

EARLY INTERVENTION BARRIERS: TIME AND EDUCATION

Yes! A call back—we did it! I was lucky enough to have my mother, a speech therapist, to educate me on the code words I needed to say in order to qualify Matias for services. “Make sure you emphasize the weakness in his muscle tone when making sounds. This is a qualifying characteristic,” she’d advised me.

This call will be followed by multiple calls and emails back and forth to schedule yet another call, this time with a therapist, who will use your intake to see if you make it to the next round, where the prize is an all-expenses paid trip to your house for twelve weeks of appointments. Finally, you will bare your soul again, this time to the therapist, under pressure to say the right things intelligently and garner the services you need for your child. This long and arduous process is not for the faint of heart; you need lots of time, if not a PhD in education, to make it through.

WE QUALIFIED!

After all that effort, the services were mediocre at best. I liked the fact that they wanted to work within the child’s “natural environment” when possible, as it was convenient for us. But something always seemed to go wrong on execution. They couldn’t find parking, so the sessions were shortened. It also took them a long time to get into the meat of the session (due to his short attention span), and it left me wondering how much they could really accomplish within the forty-five-minute time frame that ended up being thirty minutes in reality. Overall, we saw some progress, but I’m not sure it was anything I couldn’t have learned from a YouTube tutorial. This is not a critique of the professionals themselves—I just think the system needs to be built better to have more time to make it work.
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