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Praise for The Sensory Child Gets Organized

“A brilliant book. From the opening paragraph and throughout, you know you are in the hands of a master tactician, an expert who knows her stuff cold, and a loving parent who’s been there and back. Hugely practical, chock-full of pearls, and written with sweet tenderness, Dalgliesh’s book immediately becomes the go-to book on the subject.”

—Edward Hallowell, M.D., author of The Childhood Roots of Adult Happiness and coauthor of Driven to Distraction

“Open this book and read a description of a well-regulated, efficient, effective child going through the day. Imagine—this organized child can be yours! Employing Carolyn Dalgliesh’s sensible systems for sensory kids, you will easily learn to help your child get in sync, at home and in the world.”

—Carol Kranowitz, author of The Out-of-Sync Child

“Carolyn Dalgliesh has skillfully identified techniques, strategies, and practical organizing solutions that will provide these children—and their families—the much needed structure, peace, and calm they need. The Sensory Child Gets Organized will enable parents to better deal with their child’s challenging sensory behavior and connect more deeply with those we love the most—our children.”

—Peter Walsh, New York Times bestselling author of It’s All Too Much and Does This Clutter Make My Butt Look Fat?

“Kids with SPD live in a chaotic world paved with bumps at every turn that sabotages their efforts to do ordinary tasks needed to succeed in the world and creates on-going frustration, failure, distress, and anxiety. Carolyn Dalgliesh’s well organized and easy to follow book offers strategies to greatly help smooth out their path so these kids can navigate their day to day world more smoothly and successfully.”

—Sharon Heller, Ph.D., author of Too Loud, Too Bright, Too Fast, Too Tight

“Carolyn Dalgliesh provides an insightful, creative, and most positive look at a child with sensory processing disorder. This work will soon be a ‘go-to’ book to learn how to support this very sensitive, delicate, and often gifted child.”

—Elaine Hall, author of Seven Keys to Unlock Autism and founder of The Miracle Project

“Sure, Dalgliesh covers organization with checklists and labeled bins. But this book goes much further! ‘Organizing’ in this book means giving parents the techniques to meet the challenges that are unraveling their special needs child. Abounds in excellent, practical, and empathic strategies to help a child organize his/her mindset and thrive.”

—Martin L. Kutscher, M.D., pediatric neurologist and author of Kids in the Syndrome Mix of ADHD, LD, Asperger’s, Tourette’s, Bipolar and More!

“Carolyn Dalgliesh created a rich resource for both parents and professionals supporting individuals with sensory challenges. She braids her organizing expertise with evidenced-based practices to give the reader a road map on how to help their child be more successful at home, at school, and in the community. Her proven systems are easy to understand and to set up. I think parents and professionals alike will find many important strategies in this book for their children, students, or themselves!”

—Joanne G. Quinn, executive director of The Autism Project

“An amazing resource for families with children with a variety of diagnoses who have sensory challenges. . . . As she aptly suggests, one of the great secrets to success with sensory kids is purposeful organization. . . . [T]his book provides solutions that will be of use to all parents of children with sensory challenges.”

—Lucy Jane Miller Ph.D., director of STAR (Sensory Therapies And Research) Center and author of Sensational Kids and No Longer a Secret

“[B]ridges the gap between therapeutic support and practical organizational strategies by guiding the parent . . . with compassionate, solution-oriented techniques. Carolyn’s book is a must for any parent who is tired of nagging and wishes to help their child become self-reliant.”

—Sandy Maynard, AD/HD expert and founder of Catalytic Coaching

“Carolyn Dalgliesh offers us a clear picture of the many behaviors exhibited by children with sensory issues, more importantly she offers practical suggestions and systems parents can use while helping their child succeed in school and life. Keep this book close at hand; you will refer to it often.”

—Donna Goldberg, author of The Organized Student

“The Sensory Child Gets Organized includes a breadth of strategies covering the routine (e.g., morning schedule) to the not-so-routine (e.g., the family vacation) . . . readers will find relatable examples and realistic advice for implementation for these events and everything in between. Carolyn’s passion for sensory organizing is clear throughout the book. It is apparent that she lives by these principles, personally and professionally, and that they have revolutionized her life and the lives of her clients.”

—Amy Laurent, educational consultant, coauthor of the SCERTS Model

“Packed with superb strategies for creating calming sensory spaces, reassuring routines and checklists, organizing overwhelming environments, and more, this is a sensational book for helping kids with sensory challenges to feel and function better every day.”

—Lindsey Biel, OTR/L, coauthor of Raising a Sensory Smart Child
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To Ian for his courage, to Ella for her strength, and to Ron for his unwavering support.
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Part 1


Understanding Your Sensory Child




Chapter 1


How Sensory Organizing Worked for Me

Sensory Kids Need Special Solutions

Imagine your mornings at home with your child running more peacefully. You knock on the door, ask him to get dressed, and head down to the kitchen. He selects a shirt from one bin, jeans from another, and has time to run downstairs and enjoy a quick breakfast. When it’s time to head out the door, he grabs his backpack (packed the night before) from his backpack hook, grabs his shoes that are waiting in his shoe bin, and leaves for school.

In the afternoon, he comes home, has a snack, and pulls out a homework plan sheet that helps him map out a homework time/break time schedule. After getting through some of the hardest homework, he takes a planned fifteen-minute break in his room playing with his action figures. At dinnertime, he is able to engage in conversation and stay seated by playing dinner conversation games. After dinner, he runs seamlessly through the evening routine of a chore, finishing homework, packing his backpack, and enjoying some free time, finally making the transition to bedtime relaxing and calm.

If you are supporting a rigid, anxious, or distracted child, this scenario might seem like a fairy tale. I’m here to tell you, as a professional organizer and as the parent of a sensory child, that this can be your reality. It’s all about learning how to tap into simple systems, routines, and visual guides to support and organize your sensory child: tools that can empower both your child and your entire family.

The numbers are staggering: thousands of young children are being diagnosed each year with anxiety disorder, attention-deficit/hyperactivity disorder (AD/HD), autism spectrum disorders (autistic disorder, Asperger’s disorder, pervasive developmental disorder–not otherwise specified or PDD-NOS), pediatric bipolar or mood disorder, obsessive-compulsive disorder (OCD), or sensory processing disorder (a behavior profile commonly seen with kids who have these diagnoses). There is also increasing evidence that some environmental factors like Lyme disease and PANDAS (pediatric autoimmune neuropsychiatric disorders associated with strep) can trigger or exacerbate some of these neurological and behavioral challenges.

The treatment options for kids who present with these types of sensory issues are vast. Much success can come from a combination of supports such as speech therapy, occupational therapy, behavioral therapy, accommodations/supports at school, and medication. However, there is so much that you as a parent can do, as well. That’s where this book comes in. As a parent, how do you learn how to support your “sensory” child in the home and make your day-to-day living experience less stressful and more meaningful?

“Sensory” kids—including those with AD/HD, anxiety disorder, OCD, sensory processing disorder, bipolar disorder, and autism—often look at the world through a different lens. There are so many questions parents have when learning to live with and support these sensory kids.

• How can you develop simple ways to communicate and connect with your child?

• How can you learn to anticipate and deal with the seemingly simple activities that create a major challenge for your child?

• How can you create spaces in your home to help your sensory child feel comfortable and at ease?

These are the kinds of practical, everyday issues that your doctors or therapists might not address. That’s why I wrote The Sensory Child Gets Organized: to help bridge the gap between essential clinical support and practical in-home solutions.

Through my experience as the parent of a sensory child and as a professional organizer, I know that sensory kids need special organizing solutions. Parents want to connect with their children, want to learn their “language,” and have peace at home. These Sensory Organizing techniques will show you how to use simple organization, structure, and visual aids in your everyday life to address some of your child’s challenging sensory behaviors. This book offers practical, easy-to-implement strategies that can be life changing for you, your sensory child, and your entire family. Our sensory kids are smart, perceptive, connected, and loving when they feel understood and supported, and this is our goal!

My Journey to Systems for Sensory Kids

My journey into the world of sensory kids and Sensory Organizing began in 2002, as my husband and I were learning how to live with and support our own sensory child. For our son, who was born healthy and happy, things seemed to take a sudden turn between eighteen months and two years of age. He started to show signs of some developmental delays, such as regression in speech and a new hyperfocus on certain activities and repetitive play. He also had explosive episodes, became overwhelmed with playgroups, and seemed to be much more internally focused. We then began the sometimes-frustrating process of evaluations, reports, and appointments trying to get a diagnosis. We were looking for answers. What is happening to our child?

At age two, our son began getting speech and occupational therapy support through Early Intervention. It was extremely helpful for some very specific tasks that were challenging for our son and gave him some critical sensory input that he needed. I remember being so overwhelmed with all the other difficulties during our day: getting him to take a bath, cutting his nails, preparing him for a change in schedule, getting him to sit through dinner, and taking him to a birthday party, just to name a few. Many seemingly simple tasks were anything but simple. I was continually bombarding our speech and occupational therapists for information about how to support the way he was seeing the world, and how to make the days run more smoothly for him and for our new daughter, who arrived when he was two years old.

Our son was like many children whose presentation comes down to “a little bit of everything.” Because his symptoms present as a combination of many diagnoses, I developed a real appreciation for what families were living with when supporting sensory processing disorder, AD/HD, anxiety, autism spectrum disorder, Asperger’s disorder, mood disorders, as well as strep-triggered tics and obsessive-compulsive disorder (PANDAS), and neurological symptoms (including attention problems, short-term memory loss, depression, mood swings, and/or learning disabilities) as a result of late-stage Lyme disease. I also began to develop a few key concepts to help my son deal with some of the challenges he faced, such as getting ready for school in the morning or doing homework in the evening.

Over time, I began to see the power of structure and routine for my son in helping him navigate his day. He was a visual learner (like many sensory kids) and we began to tap into visual supports to help him with simple tasks inside the home. When we gave him labeled clothes storage bins, he was able to put clothes away and pick out clothes for school independently and without frustration. This became life changing for us. We made a conscious effort to concentrate on what was hard for him, and then develop a system or strategy to support him in overcoming the challenge. By picking a few challenging behaviors at a time and coming up with simple visual supports and routines, we could help him slowly modify his behavior.

I also noticed how helpful it was to have his environment set up in a way that made sense to him. When he had a defined homework space, a visual homework plan with built-in breaks, and graphic organizers for difficult homework, he could be successful. The internal confusion could be countered externally with spaces that were clearly defined, had systems in place, and had visual supports incorporated. The impact of these simple changes was incredible. He slowly began to learn what systems worked well for him and when he needed a plan in place.

The power of structure and routine provided an additional benefit that I had not planned on—it also supported me! The sensory parenting experience for many involves a journey from denial to acceptance that can be a stressful and overwhelming experience, even for the most well-adjusted, typical adults out there. This stress is magnified tremendously if the parent has their own challenges around anxiety, emotional regulation, or distractibility and needs to learn how to help their child manage similar challenges. Sensory Organizing gives us parents the added gift of structure, routines, and visual aids that can support the process of managing life, our executive functioning challenges, and our overwhelmed days. When we support ourselves with simple organization, structure, and routines, we are infinitely better at supporting our sensory kids. Sensory Organizing can truly become a gift for the entire family.

When I started my professional organizing business a few years ago, I knew there would be a piece of this kind of “sensory organizing” involved. Because the need is so great, that “piece” turned into a separate business, and Systems for Sensory Kids (SSK) was born. Recognizing how many overlapping behaviors there are in many different pediatric neurological and behavioral disorders, I wanted to focus on those challenging behaviors that families were living with daily. There is no doubt that these kids are extremely bright and can be very successful in almost anything they do as long as they have a plan in place that supports their way of processing information and sets them up to do well. Success breeds confidence.

The main goal of The Sensory Child Gets Organized is to empower you and your family with a few simple, effective techniques that will help you and your child be happier, calmer, and more successful. I am not a doctor or clinician, and I never make a diagnosis. But from my own experience, extensive research, and working with so many other families, I know there is an enormous need for parent-based, practical solutions for the everyday challenges of raising a rigid, anxious, or distracted child. This book gives you a game plan for learning how to live with and best support your sensory kids at home which, in turn, will give them increased self-awareness and confidence. I also believe strongly in the power of a team, and part of the team in supporting most sensory kids is going to be that essential clinical support from psychologists, occupational therapists, speech therapists, pediatricians, neuropsychologists, and the many other professionals who work to support sensory kids. Early, consistent clinical support is so important in helping our kids reach their potential.

The most important team, and the team that will have the biggest impact, is the team at home. Our whole family thrived with these supports, and it has helped us all have a better idea of who we are, what works for us individually, and how we can best support each other.

Let’s Empower You to Learn Your Child’s Language

I know firsthand the power of learning your child’s language and translating that knowledge into tangible supports for everyday life. We know that our sensory kids are bright, creative, and long to be successful in their daily tasks. I will teach you simple ways to learn your sensory child’s language, as well as universal approaches to creating visual aids that will support current challenges.

By the end of this book, my goal is to have you seamlessly observing, prioritizing needs, and creating supports for all types of different experiences. Having the correct sensory supports at home, and available for out-of-home experiences, will have a dramatic impact. These tools will also help our sensory kids feel capable, successful, and well on their way to a clear self-awareness of their own strengths.

So let’s start learning a new language, educating your team at home, and Sensory Organizing!



Chapter 2


Who Is a “Sensory” Child?

Different Profiles but Common Challenges

One of the special things about sensory kids is that they process the world in a slightly different way. Whereas a typical child is innately able to prepare for and navigate daily life experiences, this can be much more challenging for sensory kids. When we learn to tap into some of their amazing gifts around visual processing, strong connections to specific interests, creative thinking, powerful imaginations, or channeled focus, we can begin to support their unique experiences. If you can figure out how to see the world through their eyes, it can help you be a better advocate for them and help you organize their home environment for greater success.

Sensory kids—those with sensory processing disorder, AD/HD, anxiety disorder, OCD, bipolar disorder, and autism spectrum disorders—come to us with strengths and challenges that can have a unique presentation in each child. On top of this, there are a few diagnoses, including sensory processing disorder, that are considered controversial in the sense that they are not officially recognized by physicians, mental health professionals, health insurance companies, and federal and state special education agencies. This is because a few have not been included in the most recent revision of Diagnostic and Statistical Manual of Mental Disorders (DSM-5). This is where the power of Sensory Organizing comes into play; we will focus much more on the behaviors than on any specific diagnosis. Because when you begin to understand your child’s unique symptoms, you can provide tangible supports for your sensory child at home and become a powerful advocate for him or her out in the world. The information and tools in this book will teach you how to do that.

We are going to learn a few things in this chapter that will help us get started down the road to support and advocacy. First, we’ll look at some of the common diagnoses that fall under the sensory profiles we aim to support. Next, we’ll highlight some of the common factors we see across several diagnoses. Finally, we’ll look at some of the overlapping challenges we often see in all types of sensory kids. Developing a solid understanding of different diagnoses as well as common factors and overlapping challenges gives us a road map to get started.

The Sensory Profile: Common Diagnoses

Now it is time to develop a basic understanding of some of the common neurological disorders or quirky challenges that our sensory kids are learning to live with inside and outside the home. It is important to remember that a diagnosis can look very different from child to child. You’ll note some of the consistent traits and behaviors in the more common diagnoses, as well as the overlapping challenges you will see in all of these profiles. Each discussion includes a case study of a child exhibiting this diagnosis, so you can get a picture of how it might express itself in a real child.

Sensory Processing Disorder

Sally was a small, timid little girl who just started nursery school. Although she liked arts and crafts, she did not like it if paint or glue got on her hands and would go right to the sink to wash it off. When out in the playground, she would shy away from the swing and the tire tubes, instead choosing to stay near the slide. She sometimes seemed clumsy, and seemed to trip and fall more often than the other kids in her class did. She did not like loud noises and was always plugging her ears when the boys in her class were running around playing tag. Mealtime with Sally was also challenging. She was a picky eater and certain food textures would make her gag and cry. After visits to many specialists, Sally was diagnosed by an occupational therapist with sensory processing disorder.

Sensory processing disorder (SPD) is a diagnosis children can get when they are showing developmental delays or behavioral challenges at very young ages. According to Dr. Lucy Jane Miller in her book Sensational Kids, it is estimated that around 1 in 20 kids have SPD.

SPD was first described by Dr. A. Jean Ayres in 1972, and her research helped make the connection between behavior and sensory processing challenges. SPD is defined as a problem in the central nervous system’s ability to process information from the senses (movement, hearing, touch, smell, taste, sight). This can affect the way the brain receives and integrates sensory information, making it hard to respond to many different experiences in an appropriate way. SPD can be a standalone disorder, or it can coexist with some of the other disorders we will talk about in this chapter. Like many disorders, the effects of SPD are on a spectrum with some kids experiencing mild challenges and some experiencing major difficulties.

SPD can affect social, learning, and emotional development, attention, coordination, speech and language skills, gross and fine motor development, as well as how kids respond to all types of sensory input from their senses.

Attention-Deficit/Hyperactivity Disorder (AD/HD)

John was a bright, curious boy who could light up a room with his energy. This energy and curiosity, combined with his challenges around paying attention and controlling his impulses (what he called his “gotta do its”), meant that John had a hard time staying on task at school and at home. After asking John to get dressed and come downstairs for breakfast a number of times to no avail, Mom would go upstairs to find John jumping on his bed or playing on the floor of his bedroom still in his PJs. At school, the teacher would have to constantly talk to, redirect, and encourage John to keep him on task. John was constantly moving between the place of excitement where he would blurt out whatever was on his mind with his friends and being withdrawn and frustrated. John was living with AD/HD. (We’ll learn more about John and how his family used Sensory Organizing to help him get through his day more smoothly in chapter 9.)

Many sensory kids are living with attention-deficit/hyperactivity disorder. Many of us remember the old categories of ADD: attention-deficit disorder (inattentive diagnosis) and ADHD (attention-deficit/hyperactive disorder (hyperactive and/or combined diagnosis). According to the DSM-IV, the diagnosis was listed as AD/HD with three subtypes:

1. AD/HD, predominantly inattentive type,

2. AD/HD, predominantly hyperactive-impulsive type, and

3. AD/HD, combined type

The definition and subtypes of AD/HD may be changed in the DSM-5. A 2012 Centers for Disease Control (CDC) report said that more than 8 percent of kids are diagnosed with AD/HD. This number could be conservative due to misdiagnoses or assigning AD/HD–like behavior as normal behavior for kids. In their book Driven to Distraction, Edward M. Hallowell and John J. Ratey describe the challenge of properly diagnosing AD/HD and highlight how important an early diagnosis and treatment are for supporting these kids and helping them (and their families) learn how to live with and embrace the gifts that come along with AD/HD.

In Taking Charge of ADHD, Russell Barkley defines this condition as a developmental disorder of self-control that consists of problems with attention span, impulse control, and activity level. According to research, the central problem for most kids with AD/HD is the inability to inhibit or control behavior.

The symptoms of AD/HD can mimic symptoms of some other diagnoses, and though it can be easier to diagnose in some kids with the more classic presentation of hyperactivity and impulsivity, it can be difficult to diagnose when the main symptoms suggest inattention, such as making careless mistakes, having trouble organizing activities, or having difficulty following instructions.

Anxiety Disorders

Mary was an outgoing girl who outwardly appeared to be confident and happy to friends and teachers at school. Yet she would have rough transitions back to school after being on breaks and vacations. When something important (like a presentation or performance) was going on at school, she found it hard to sleep, had stomach aches, and would often be cranky and irritable leading up to the big event. She also worried about new situations and would ask questions incessantly about the new situation, honing in on every detail. Mary’s chronic worry impacted her ability to participate at school and to fully enjoy social experiences. Because of her extended periods of constant worry that had a real impact on her functioning, Mary was diagnosed with generalized anxiety disorder (GAD).

Think about a time when you were in a mall or airport and you looked down and realized you did not see your child anywhere around you. Think of the panic, fear, and paralysis that came over you in that moment. Your heart started racing, your breathing become restricted, and your mind immediately went to the worst-case scenario of what happened to your child. Now imagine that you are a child who has these types of responses to simple, routine things that happen regularly. This will give you a real snapshot of how living with anxiety can affect some of our sensory kids.

A healthy, regulated sense of anxiety can be a great tool for our kids when they are checking out the world around them to see what is safe. When this testing turns to worry and becomes a prevalent part of our child’s day and/or gets in the way of normal experiences, this points to an unhealthy expression of anxiety. Anxiety disorders are diagnosed in as many as 1 in 8 children. Due to the growing recognition that most anxiety disorders begin in childhood, anxiety disorder diagnoses in children have increased significantly in recent years. In their book, Your Anxious Child, John B. Dacey and Lisa B. Fiore describe the eight major categories of anxiety disorder as:

simple phobia

social phobia

agoraphobia (fear of crowds, crowded places)

panic disorder

generalized anxiety disorder (GAD)

separation anxiety

obsessive-compulsive disorder (OCD)

post-traumatic stress disorder (PTSD).

Sometimes, some of the symptoms may overlap, and kids may be experiencing more than one anxiety disorder at a time. In addition to being a primary diagnosis for many kids, anxiety can be a secondary symptom in many of the other neurological disorders affecting our sensory children.

In Freeing Your Child from Anxiety, Tamar Chansky points to the core issue for kids living with anxiety as worry being the automatic, first reaction to all situations. Anxiety can affect all parts of a child’s day and give rise to intrusive thoughts and actions that compromise his ability to participate and connect to the world.

Autism Spectrum Disorders Including Asperger’s Disorder

Mark was a nine-year-old boy who had a fascination with Star Wars—he had been obsessed with everything Star Wars since he was about four years old. He knew facts about every movie, character, and book and could talk about them at length whenever prompted—sometimes it was all he talked about! Mom had a very hard time pulling him away from Star Wars items and it often made transitions difficult. He had a few friends at school who liked Star Wars, but they never wanted to talk about it as much as he did, and they began developing other interests as they got older. Teachers at school said Mark seemed to have a hard time talking to other kids, especially if it was about something other than Star Wars, and seemed to have a hard time learning some of the social rules that came with being in fourth grade. Mark sometimes used Star Wars to remember people or help him make sense of people. When he met someone new, he would use their looks, gestures, and words to match them up to a character. This helped him not be so nervous about meeting someone new and helped him remember them the next time he saw them. Mark has a diagnosis of Asperger’s disorder.

Autism spectrum disorders (ASD) are pervasive developmental disorders that affect communication, social interactions, and the presence of repetitive behaviors, interests, or activities. ASD can have a severe presentation as in autistic disorder, a milder presentation as seen in pervasive developmental disorder–not otherwise specified (PDD-NOS), and a higher functioning presentation as seen in Asperger’s disorder. And though it affects communication, the main challenges of Asperger’s come from limited social skills and obsessive interest in one or two topics.

Currently, 1 in 88 children is diagnosed with an autism spectrum disorder (1 in 54 for boys). For sensory kids living with ASD or Asperger’s, life can be very confusing and overwhelming. They contend with restricted interests, challenges with social interactions and social nuances, challenges in recognizing nonverbal cues, and periods of explosive and rigid behaviors. These kids need information presented in a structured and consistent way in order to process lessons and develop critical life skills.

Mood Disorders, Including Pediatric Bipolar Disorder (BD)

Tim was a nine-year-old boy who had a tremendous amount of energy but could be very unpredictable and had a quick temper. According to his parents, he had what seemed to be cyclical changes in his behavior and energy level. He had long periods where he was very “up,” very talkative, seemed to think he could do almost anything, and due to his high energy level, had a very hard time sleeping. Then there were periods where he was much more down, with times of extremely explosive behavior. At these times, he seemed to be in an almost constant state of irritability and frustration. He didn’t want much to do with friends and didn’t seem to like any of his favorite activities. Tim was diagnosed with bipolar disorder.

Historically, bipolar disorder (BD) was seen in adults primarily and the most common age of onset was late teens to early twenties. The diagnosis of bipolar disorder in children and adolescents has increased fortyfold from the mid-1990s to the present and has been diagnosed in children as young as six years old. According to the National Institute of Mental Health (NAMI), statistics taken from the number of children who were seen at psychiatric facilities showed that 7 percent of these children demonstrated symptoms of bipolar disorder. The hallmark of BD in children is extreme mood changes moving between a place of extreme excitement, also called mania, to a place of sadness and depression. Other symptoms include short temper and periods of chronic irritability, grandiose ideas, and decreased need for sleep. Though bipolar disorder can be more serious with early onset in children, carefully monitored medications and different types of therapy can be a tremendous support to kids living with bipolar disorder.

“Little Bit of Everything” Profile

The name speaks for itself! These are the sensory kids who don’t fit into one diagnostic profile and show a few symptoms from many different disorders. These kids may go through the first few years of elementary school with a few different diagnoses leaving parents and teachers scratching their heads trying to figure out how to best support this child. These types of sensory kids are going to have challenges in the same areas we talked about above but as a combination of many pieces like anxiety, distractibility, rigidity, and irritability.

The added challenge about these kids is parents don’t know what to call the disorder and are often left to squeezing their sensory child into one diagnostic label in order to get accommodations and services from their school district. There can be the feeling of “where do we belong” that can add to the stress and frustration of learning how to support your family and your sensory child.


Environmental Factors: “Acquired” Diagnoses

Our examination of sensory profiles would not be complete without looking at some of the environmental triggers for rigid, anxious, or distracted behaviors. Although they continue to be under-recognized, we will highlight a few of the environmental factors that our sensory kids might have the highest chance of encountering: strep and Lyme disease

PANDAS and Lyme Disease. Katie was a typical eleven-year-old—she did well at school, had friends she enjoyed, and besides having a few issues with her knee over the last year, she loved playing soccer. Then suddenly, things seemed to change for Katie. She began to have problems remembering simple things, seemed to be either irritable all the time or uncharacteristically anxious about unusual things, and she began to develop rigid rules around food and how it needed to be prepared in order for her to eat it. She was falling behind in school, and she lost interest in being with her friends and playing soccer. With the sudden, uncharacteristic change in her personality along with consistent problems with a swollen knee, Katie received a diagnosis of late-stage Lyme disease.

Pediatric Autoimmune Neuropsychiatric Disorders Associated with Strep (PANDAS). According to the National Institutes of Mental Health, pediatric autoimmune neuropsychiatric disorders associated with strep is a term that describes a subset of children who develop or have a worsening of obsessive-compulsive disorder (OCD) and/or tic disorders such as Tourette’s disorder, after exposure to strep infections or scarlet fever. Dr. Susan Swedo and Dr. Henrietta Leonard were the first to identify and describe PANDAS in 1998. Children with PANDAS will have a dramatic onset or worsening of symptoms like vocal tics, motor tics, obsessions or compulsions, irritability, separation anxiety, and AD/HD-like symptoms. In PANDAS, it is believed that the antibodies that are produced to fight the strep bacteria also attack the area of the brain that controls behavior and movement, and this gives rise to OCD-like behaviors and/or tics.

The OCD Foundation states on its PANDAS Fact Sheet that strep is not the only immune system disease that can cause a sudden onset of OCD, and the foundation listed other possibilities as Lyme disease, thyroid disease, and lupus among others. While a growing number of parents and clinicians think that PANDAS is a causal factor in sudden onset obsessive-compulsive disorder, PANDAS is not yet widely understood or accepted in the medical community.

Lyme Neuroborreliosis (Neuro-Lyme). According to the CDC, Lyme disease is one of the fastest growing infectious diseases in the country. In 2007, there were more than 27,000 cases of Lyme disease reported to the CDC, but because only a small percentage of cases were reported, it is believed that this number was actually up to ten times higher. The CDC lists the Lyme endemic areas as the Northeast and Mid-Atlantic, North Central States, and the West Coast, but it is important to note that Lyme disease has been reported in almost every state in the country and is prevalent in many countries, especially in many parts of Europe.

Lyme disease is caused by the bite of a deer tick infected by the Borrelia burgdorferi spirochete, but there can be other parasites and co-infections present such as Bartonella, Babesia, and Ehrlichia. Because Lyme antibodies are difficult to detect with traditional blood tests, it can be easily missed and thereby progress to mid or late-stage Lyme disease. It is this presentation of Lyme disease that can result in serious neurologic conditions.

According to the International Lyme and Associated Diseases Society (ILADS), symptoms of late-stage Lyme in adults and children include: cognitive losses (memory challenges, word-finding problems, slow processing of information), seizures, irritability, rage attacks, anxiety, depression, rapid mood swings that mimic bipolar disorder, or behaviors and symptoms that suggest possible AD/HD or autism.

It’s important for parents to know that, further complicating this issue, the clinical diagnosis of late-stage Lyme disease and the efficacy of more sophisticated blood tests available are still controversial within some medical circles, as is the standard late-stage neurologic Lyme treatment regimen of long-term antibiotics.


The Sensory Profile: Contributing Characteristics


Now that we have an understanding of some of the common diagnoses, I want to show you the ways many sensory profiles are related. The first step in this process begins with understanding the common factors that are present for many sensory kids.

The Genetic Component. Many of the diagnoses described above (with the exception of Lyme disease and PANDAS) also have a genetic component. This means that your anxiety may be a piece of your Asperger’s child’s experience, or it may even explain why your typical child, though not living with a diagnosis, may have anxious tendencies. Uncle Bob’s AD/HD may give you information about how your child’s impulsivity or distractibility may develop and present over the years. Since 1 in 4 Americans live with a mental health issue, there are not many families that do not have someone (or two someones) impacted by one of the neurological disorders that are prevalent in our children today.

Coexisting Conditions. These issues aren’t diagnosed in a vacuum. The other common and complicating factor with many of these neurological disorders is the high incidence of a coexisting, or comorbid, condition. The Centers for Disease Control states that as many as 50 percent of kids diagnosed with AD/HD also have a coexisting condition. The National Alliance of Mental Illness (NAMI) lists the most common coexisting conditions as learning disorder, oppositional defiant disorder (ODD), conduct disorders, anxiety disorders, and depression. So many times, parents of sensory kids with one diagnosis, like AD/HD, are also learning how to support additional challenges. This can make supporting your child even more complicated.

Secondary Symptoms. Although some of our sensory kids are living with just one disorder, they often develop secondary symptoms as a result of living with the challenges associated with their primary disorder. For example, a child with AD/HD may learn that sitting for long periods is hard for her and she always seems to get into trouble, so she may develop anxiety about taking part in any activity that involves being still and focusing for long periods of time.

Inconsistency. One of the most consistent pieces about neurological disorders is the inconsistent presentation of symptoms and challenges. This can be one of the hardest things for many people to understand when living with or supporting a sensory child. They can have periods of being connected, attentive, and calm that can trick us into believing that they are “getting better” or outgrowing their challenges. Unfortunately, this is usually not the case, but just an example of the common inconsistencies we will see while parenting our sensory kids. When creating Sensory Organizing systems, we will be working around supporting our sensory children during their most challenging times.

The Sensory Profile: Different Diagnoses, but the Same Core Challenges

Now that we have a basic understanding of some common neurological profiles, I want to highlight the overlapping behavioral challenges we might see when supporting different types of sensory kids at home. What makes it so complicated for parents, teachers, and even clinicians is that many of the behaviors in the diagnoses mentioned above are present in multiple diagnoses. This can make it difficult to understand the subtle differences in behavioral presentations and tough to get a clear sense of primary versus secondary symptoms. The simple fact is that most sensory kids are living with some combination of the behaviors outlined below. This reality becomes the basis for why the Sensory Organizing techniques you will learn about in this book focus on the behavior rather than strictly on the diagnosis. Here, my goal is to show you the common overlapping challenges. As we move into chapter 3, I will show you how to sort through this information to create simple solutions for your child’s unique sensory presentation.

Let’s take a look at the common core challenges/behaviors and how they might manifest themselves in different diagnostic profiles.

Attentional Challenges. Many sensory kids are living with attentional challenges. This can exist as either a primary symptom of impulsive or distracted behavior (as with an AD/HD diagnosis) or as a secondary symptom (like in children with anxiety disorder where their “worries” can cause them to have difficulty focusing on the task at hand). Depending on a child’s primary diagnosis, there could be many different reasons for their seeming inattentive.

• SPD: These kids may seem distracted and/or impulsive as they are navigating sensory information that is overwhelming or confusing to them.

• AD/HD: The hallmark symptoms of AD/HD are impulsive and/or distracted behavior, difficulties staying on task, and having a hard time controlling the “gotta do it’s.”
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