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Introduction



Welcome. You never thought you’d be here, right? If you’re reading this, you’re likely the parent of a disabled child, and you’re feeling overwhelmed, exhausted, and just plain confused by all the stuff. That straightforward path you thought you were on? Yeah, you’re on a different path now. The old path doesn’t exist anymore. Same here. You’re not alone. You love your kid more than anything in the world. But the paperwork? Not so much…


From my own experience parenting two children, one of whom has multiple disabilities, I’ve learned that no one knows how to do this. When we find ourselves in the middle of it, we reinvent all the wheels. Every. Single. Time. We learn that, in the beginning of this journey, the best place to get real, practical information is often from other parents. And then we become the informed parents. Eventually. This book is your road map to becoming those parents: the ones who figure it out and get it done and celebrate the heck out of your child along the way. Whether you’re parenting a newly diagnosed infant or have been the caregiver of your adult child for years, this book is for you.


While I wish I had the magical solutions that would work for everyone, each region, family, child, and disability varies wildly. There are systems in place. But these systems are often one headache after another. They can feel impossible. If only they had been created by and were run by the people they are serving.


In this book you’ll find the things that have worked for me. Many of them will work for you. If what I say doesn’t resonate with you, by all means ignore it. Systems, services, and supports are incredibly different from state to state, even under the same federal guidelines. And our children are even more unique. Disability will look different in each of our families. As it should. Every single child develops and grows differently. And your child’s path doesn’t make them any more or less than anyone else. I have one friend who is presently scheduling college tours for her child, who will be graduating high school with honors. I have another friend who spent the bulk of the past year in a hospital room with her child, who remained hospitalized for months for multiple surgeries and pain management. While both families are experiencing life with a disabled child, those experiences clearly impact life differently, even with amazing parents who love their kids passionately. My friend Jill recently described it by saying, “We are all in the same ocean, but in very different boats.” Some days I’m not sure what boat I’ll be getting into. They all float. I just have a hard time paddling some of them.


And the paddling looks different for me than it does for you. What do I mean by that? I mean that we all bring our own life experience to our parenting and to how we navigate the waters. Added to that is the very real bias that many families face, not only against people with disabilities, but also bias based on race, education, income, and many more factors. Bias too often impacts the ability to access necessary supports and services. For example, a 2021 report from the California Department of Developmental Services showed that Latino clients receive, on average, 41 cents of Regional Center funding for every dollar spent on white clients. The US Department of Education Office of Special Education and Rehabilitative Services states on their website, “Black or African American students with disabilities are more likely to be identified with intellectual disability or emotional disturbance than all students with disabilities and more likely to receive a disciplinary removal than all students with disabilities.” In my conversation with SpEducational executive director and founder Lisa Mosko Barros, she cited her own clients whose disabilities have gone undiagnosed and unaddressed due to evaluators incorrectly assuming learning deficits were due to a child’s culture or the language spoken in the child’s home rather than a very real disability. Mosko Barros also spoke of the privilege of who can afford independent evaluations, second opinions, extra therapies, lawyers, and to live within the boundaries of a well-resourced school. She acknowledges that families can sometimes figure this out, but that it can be a challenge. “If you don’t have the education, you need time,” she said. “And time is a privilege.” In my own family, I have seen the privilege of time work to my child’s advantage. I have been able to take the time to learn, to figure out, and to make things happen so that my child receives the supports he needs. Added to that, I acknowledge that I have other privileges including race, education, income security, and a network of supportive friends and family. And all of this is still really hard for me. It’s hard every single day. Is loving my child hard? Nope, never. But all this paperwork? Yeah, it sucks. My aim with this book is to save others much of the time, money, and stress that I wasted learning this stuff. I hope to give others information they can use both to support their children and to confront the bias they will face along the way. We’re not all in the same boat. Let’s help each other paddle. For the sake of all of our kids.


This book isn’t about offering one perfect solution. Disability isn’t a problem to solve. The problem we need to solve is the lack of sufficient, accessible support. For everyone. This book is not intended as medical or legal advice, as I am neither a doctor nor a lawyer. It’s a guide to the basics, so you can ask better questions, get better answers, and find better solutions—with your child as involved as possible in the decisions that will impact their life. Think of this book as a much-needed You Are Here on the map of your new life. Where you go from here is up to you.


My child has a rare, undiagnosed genetic syndrome. Odds are our kids are very different—and also have many similarities. Just like all of us parents. As a fellow parent, I don’t know what your child needs. But I do know what you need: information you can understand and use. I’m not here to help your child. I’m here to help you.


Here’s how:


The Chapters


Chapters can be read in any order. They are:




• Getting Comfortable with Disability


• Diagnosis


• Working with Your Medical Team


• Therapies


• Insurance and Government Benefits


• Individualized Education Programs (IEPs)


• School


• Disability Rights and Advocacy


• Financial Planning and Future Care Plans


• Inclusion in Your Community


• What This Looks Like for You as a Parent Caregiver




Every chapter includes a personal story and photo, including image descriptions accompanying the photos to increase access for visually impaired readers. Then we dive into:


The Basics


Where to begin, what to ask, and how to get started—this is the foundational information you need to know. The information given is the tip of a gigantic iceberg.


What Worked for Me


I need actionable steps, and I’m sharing mine with you. There are a lot of things you can do. Start with one thing. Know that there will always be more to do. And celebrate every single, tiny thing you accomplish. Even if it’s just that everyone in your house wore pants today. Bonus points if that includes the dog.


Expert Insight


Remember when I said I’m neither a doctor nor a lawyer? Well, many of the experts featured in this book are. In fact, they’re the best at what they do. You will gather your own team of experts, but until then, allow me to share mine with you. Many of the experts here are disabled themselves and/or are the parents or siblings of disabled individuals. The experts featured here speak as individuals, and not on behalf of the organizations with which they are affiliated. Each chapter includes key insights from my conversations with experts, with the full conversations appearing in the Appendix.


Letter to Myself


Turns out you’re not the only one feeling all the things. In these letters, fellow parents tell their stories through letters they wrote to themselves on the day they learned their child was disabled. There is no right way to feel or to be. There’s just walking your unique path and figuring it out as you go.


Templates


Over the years, I’ve created templates that I’ve used to make the most of doctor appointments, school visits, and a zillion other things. Save yourself time and energy. Use these templates. And share them with everyone you can. Let’s stop reinventing the same wheels.


Ask Yourself


Questions to ask yourself at this point in your journey are included in each chapter. You’ll have loads more. Before long, you’ll find that you have more answers than questions.


Where Do I Start?


When you’re ready to do the things, start here: key points from the chapter, made simple. Super simple. Because we’re all exhausted. Consider these your action items.


The more you learn, the more you’ll understand that this book is nowhere near exhaustive. Not even close. I’m in the thick of the learning process, and I expect to be for approximately forever. Please reach out to me with your additions, corrections, questions, and thoughts. If I’m wrong, please tell me so we can all learn. We are all in this together, to best support and advocate for our children, and to teach them to best support and advocate for themselves.


Also, language has been a major consideration as I’ve written this book. As language around disability evolves, the best thing we can do is to follow the lead of those who identify as disabled. As a nondisabled parent of a disabled child, I aim to do right by my child, and by those who experience disability firsthand. The word “disability” felt like too much when I started this journey. I now realize that this was because of my own ignorance. I had grown up with the false belief that the word “disability” was negative. Nope, just a naturally occurring part of humanity. The disability community has embraced this word. It’s a word that we all need to see and hear. It’s an objective part of the description of who my child is, and perhaps yours too. It’s important to acknowledge and fully embrace this identity. As we consider language, it’s important to also discuss person-first language (that is: “person with a disability”) and identity-first language (that is: “disabled person”). People who identify as disabled make compelling arguments on both sides of the discussion. Based on conversations with and the lived experience of a diverse range of individuals and experts, I have chosen to use both person-first language and identity-first language in this book. My great hope is that the word “disability” evolves to always be used without negative connotation so that individuals may identify as they see fit, and others then follow their lead. The disability community overwhelmingly agrees that we need to get rid of the term “special needs,” and other words that tiptoe around the word “disability,” as though “disability” was a bad word. It’s not. Getting rid of the word “special” can be tricky when it’s been institutionalized in areas such as “special education” and “special needs trusts.” But, when we’re talking about humans, let’s listen to actual humans and use the word “disabled.” Let’s listen and learn and evolve.


I also use gender-neutral language whenever possible and aim to be inclusive of all individuals’ identities. I may say “parents” rather than “caregivers,” because my personal experience is as the parent of a disabled child; however, my hope is that all caregivers and all types of families will feel equally addressed. Because this book stems from my own lived experience, you’ll be hearing a perspective of someone whose child’s support needs are medical, physical, cognitive, developmental, behavioral, and sensory. My child’s experience, however, is uniquely his own, and there are many conditions with which our family does not have personal experience. Remember when I said that I’m neither a doctor nor a lawyer? Well, I didn’t manage to graduate from medical school or law school since you read the last few paragraphs. Note that my personal experience is with the systems in California, but I have drawn from experts across the country in order to provide information that will be relevant to you regardless of your geographic area.


Lastly, you’ll hear me talk lots about how to best support my child, about how to foster him on his road to being the best version of himself. My kiddo is on a path that is far from typical—and also far from tragic. If you ask me, “What’s wrong with your kid?” I’ll reply quite simply: “Nothing.” According to the Centers for Disease Control and Prevention (CDC), birth defects impact one in thirty-three babies born in the United States. (I hate the term “defects.”) And each of those disabilities presents in unique ways, even within the same diagnosis. It’s not easy to be on a unique, and often marginalized, path, but because our son is on that path, we’re here to support him exactly as he is. I’m not here to fix him. His disability is part of his genetics, so that would be scientifically impossible. It would be easier to change the world. That I think we can do. I’m not out to change my child. I’m out to change the world.


How do I plan on doing that? By telling you everything no one tells you about parenting a disabled child.


Use this book to change your world. Use it to save yourself time, money, and stress. To ask better questions. To get better answers. To find a space where you are not alone. And whether your path is easy or hard or somewhere in between, to genuinely celebrate your child exactly as they are.


Thank you for bringing me along on your journey.


Let’s do this.
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Image description: Two boys stand together smiling. The taller boy wears a Scout uniform and holds a wooden car decorated with a homemade orange squid. The shorter boy has brown hair, blue glasses, and wears a striped shirt and bandana.





















CHAPTER ONE



Everything No One Tells You About Getting Comfortable with Disability


Before we jump into all the things, there’s something we need to talk about: disability. Yes, I know that’s why we’re here. We’re here to navigate the systems and to access the supports and services our children need to live their best lives. We’re here to celebrate them exactly as they are. We’re here to change the world and climb the mountains and talk about how awesome this all is… right? Well, sure. But we’re also here to have real conversations about what this looks like and what this feels like. And, I’m not gonna lie, sometimes this feels really hard.


As I wrote this book, over and over again I faced the ableism that I had learned over my lifetime. “What is ableism?” you ask? It’s discrimination and prejudice against people with disabilities. It was the “Don’t stare! Look the other way! Pretend that kid isn’t there!” mentality that led me to feel shocked, afraid, and totally inadequate when I found out my baby was disabled. Those feelings suck. Learning that my child was disabled made me cry every day for months. It upended every bit of my life. And it didn’t need to be that way. Before Aaron was born, I would have said I was totally comfortable with disability. After he was born, I learned I was wrong. I had no real experience with disability, and I found myself googling “Blair’s cousin on the show The Facts of Life.” That was literally what I did. Because that was my frame of reference. I was creating fears based on zero real life experience or real knowledge. And that’s a terrible idea. No wonder I felt like crap.


Cut to now. That photo of those two smiling kids? Yes, one is holding a Pinewood Derby car that he made to look like a submarine being attacked by a giant squid. And the other one is grinning happily, looking for airplanes in the sky, and living his best life. We all are. (Except for whoever is in that submarine.) I wish I had had this photo a decade ago when Aaron was born. I wish I had known what I know now. I wish I hadn’t been taught the false narrative that disability is tragic. I wish I had known disabled kids and adults in real life. I wish I had had the conversations that you’ll find in this book. It turns out when you’re learning from people with lived experience, disability isn’t so scary after all. It just is. While no one person can represent the entire experience of disability, we need to have real conversations about ableism, allyship, and inclusion. These are the conversations you need to have to better understand and serve your child. Before we dive into how to navigate all the stuff, let’s dive into our own stuff. What stuff exactly? Everything no one tells you about getting comfortable with disability.


The Basics






What is disability exactly?







The Americans with Disabilities Act (ADA) defines a person with a disability as a person who has a physical or mental impairment that substantially limits one, or more, major life activity. This includes people who have a record of such an impairment, even if they do not currently have a disability. Disability may be congenital (present from birth, caused by inherited or environmental factors) or may be acquired (develops during a person’s lifetime). Many congenital disabilities can be classified as “birth defects,” though let’s be honest, no one likes the term “defects.” According to the National Library of Medicine website, “Birth defects are defined as abnormalities of structure, function, or metabolism that are present at birth and result in physical or mental disability or are fatal.”












That sounds like a lot of people.






Yep, sure is. According to the Centers for Disease Control and Prevention (CDC), one in four adults is disabled. The exact numbers for childhood disability are tricky to pin down. The US Census Bureau reports that 4.3 percent of children (over three million) have disabilities. Additionally, the CDC reports one in thirty-three children being born with birth defects, as well as one in six children having developmental disabilities. After contacting these organizations and others in an effort to get an answer that reconciles these statistics, I eventually gave up and came up with the statistic that there are many kids with disabilities. And that we need to figure out a better reporting system.











That many? But I don’t see disabled people when I’m out in the world…?






Disabled people are everywhere. You already know disabled people. You just may not know they’re disabled, as their disabilities may not be visible.











Wait, a disability may not be visible?






Correct! Many disabilities are not apparent by looking at someone.











So, that’s the opposite of a visible disability?






Exactly. Visible disabilities are apparent by looking at someone.











But I’m not supposed to look at someone because of their disability, right?






You’re not supposed to stare like a creepy lurker. You’re supposed to acknowledge there’s an actual human there, just like you would with anyone else.











Why is my child disabled?






Disability is a naturally occurring part of life and can happen to anyone at any time. There are loads of reasons why disability occurs, from genetics to injury to mysterious science things that I would know better if I was a doctor.











I’ve seen some TV shows with disabled people, so I know what it’s like, right?






Wouldn’t that be nice. Disability is increasingly represented in the media, but we all know not to believe what we see on TV. Each individual’s experience is unique to them, and the presentation of the same disability can vary from person to person.











I love my child. Period. Is it okay to say that I’m scared what this will mean for them?






Yes. Because your child is in a different demographic than you (unless, of course, you share the same disability with your child). Because there is a ton to learn. Because the future you had envisioned for your child (we all do that) may be different from your reality. We’re not questioning if your child is amazing. They are amazing. We’re just saying it’s okay to feel scared and to acknowledge that this is new territory for most of us. Your child isn’t the problem. The problem is ableism and exclusion and systemic barriers at every turn. The problem is all of this stuff that you need to learn and to do yesterday in order to access the supports your child needs.











Is it okay to say that I’m afraid what this will mean for me or our family?






Yes, that too. For some families, having a disabled child doesn’t change things that much. For others, it changes everything. Some people with disabilities have support needs that require lifetime care, including medical and financial considerations. For most of us starting out, we don’t know exactly what it will mean, and we have to adjust to living in the space of not knowing. Part of that is not knowing how your child will be impacted by their own disability.











But I hate not knowing.






Yeah, me too. You’ll figure it out. You don’t really have a choice. And you love your child. Everything stems from that. Even on the hardest days, that’s what will get you through.







What Worked for Me




• Be honest with myself about how I’m feeling.


• Use the word “disabled.” Stop using the word “special.”


• Seek the expertise of disabled people. Follow disability leaders and organizations on social media, join groups in real life, listen and learn.





Expert Insight: What Do I Need to Know About Getting Comfortable with Disability?


Check out the Appendix for full conversations with the experts featured here.


Rebecca Cokley


Rebecca Cokley is a disability justice activist, currently serving as the first US disability rights program officer for the Ford Foundation. She previously served as the founding director of the Disability Justice Initiative at the Center for American Progress.




• The most important thing you can do for your kids is to have real-life disabled friends.


• We need to use the word “disability.” You won’t find the word “special” in legislation.


• No amount of education, no job, no country club membership, no anything will protect your child from ableism.


• Teach your child that equal access is not extra and accommodations are not extra.




Oliver James


Oliver James is a motivational speaker, influencer, and literacy advocate who rose to fame when he used social media to chronicle his journey of becoming literate as an adult.




• Your children belong everywhere.


• Connect to your child by being part of their world.




Emily Ladau


Emily Ladau is a disability rights activist, writer, storyteller, digital communications consultant, and author of the book Demystifying Disability.




• Disabled people need to be leading the disability movement, activism, and conversation. The best thing to do is to advocate alongside us and with us rather than speaking for us or over us.


• Being an ally to the disability community is a journey, not a destination. It’s about action—the continued, meaningful action that you take.


• Start from knowing that your child doesn’t need saving, your child needs empowering.




Letter to Myself: Christine “Chris” Tippett





Dear 2014 Chris,




You just received Cooper’s diagnosis: Mucopolysaccharidosis type I (MPS). There is no cure. Describing this disease, the internet uses terrifying terms like “shortened lifespan,” “skeletal abnormalities,” and “malformations.”


Your world is falling apart. And it will feel like that for a long time. It’s okay to be sad and mad. Confused. Scared. In this journey you’ll feel more and deeper than you ever thought possible. Talk to friends that want to listen, who are good listeners. Smile and nod to all the folks giving unsolicited advice, then steer clear of them. Your gut will tell you when you hear something that may help. Talk to a therapist. Keep talking to Brian. He’s your rock.


Please know it’s going to be okay. It doesn’t look like it now, because you are a linear thinker and you need to see how to get from point A to point B in everything you do, before you do it. You’re embarking on a new way of life. You don’t know the overall plan—you never did, and you never will. The quicker you come to that realization, the better your heart. Let go a bit. You will still be in charge of a ton of life and decisions, but let go of the overall plan. Let the plan be flexible. See where life takes Cooper and the family, embrace and adjust to every situation.


You will never again feel the way you did yesterday. You will be on a roller coaster of highs and lows forever. You’ll have a paradigm shift and find a new normal.


The news of Cooper’s diagnosis is going to change every part of your life. Some friends and family are not going to know how to respond. They don’t get it, they never will, and it’s okay. Don’t take it personally. (You’ll learn all about empathy and how that looks different to different people.) But please know that there are new, wonderful, life-changing friends to be made and compassionate people leading organizations that will lift Cooper and the family. Other friends and family will step up in ways you didn’t know you needed.


No one has your exact situation, and there are few people in this world who will go through what you are going through. You’ll find those people and they will be part of your new world.


You have all the skills to take this head-on. Organization, clear communication, and mama-bear compassion. Please take care of yourself. Fill your bucket—exercise regularly, get your nails done, spend time with your people, and get away occasionally.


Welcome to your journey to a new, stronger you. Go live your truth.




Love,


2024 Chris







Templates


There’s not really a template for getting comfortable with disability. Being an ally to the disability community is about sustained learning and action.


The CDC offers this graphic on their website (www.cdc.gov) for disability allyship:
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Ask Yourself




• How do I honestly feel about disability?


• Do I have any real-life friends, coworkers, or role models who are disabled and will others feel safe to reveal their disabilities to me (when and how appropriate for them)?


• Do I have friends with disabled children?


• What support do I have from friends, family, and/or professionals? What support do I need in order to best serve my child?


• What steps can I take to ensure that my child is comfortable with their own disability?




Where Do I Start?




• Know you are not alone: and neither is your child. Over three million American children are disabled.


• Be an ally to the disability community—and know that it’s about sustained action.


• Use the word “disability.” It’s a word in law, and the word chosen by the disability community.


• Seek the expertise of disabled people to learn about disability.
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Image description: An exhausted mom sleeps on the floor surrounded by a mess of toys, her baby and toddler draped on her, also fast asleep.





















CHAPTER TWO



Everything No One Tells You About Diagnosis


Remember when you had all those plans?


Sigh.


Those were really nice plans, weren’t they? Yeah, I had those plans too. They were clear and straightforward and didn’t really involve anything much more challenging than skinned knees and convincing my children of the wonders of things like broccoli, flossing, and playing the cello. They were really good plans.


Except that they weren’t real plans. Because that’s not at all what happened. Sure, we have some skinned knees. One of my children loves broccoli and playing the cello. We’re still working on flossing. The other gets 100 percent of his calories via a feeding tube in his stomach and is working on the coordination to hold a toothbrush. I think it’s best to keep him a safe distance from the cello. Those things are expensive. Or so I hear. Because, let’s be honest, I really don’t have time to price cellos these days.


When our son Sean was born, I had the distinct feeling of “I’ve got this!” and “I’m such an amazing mom!” We stocked up on wooden toys, organic vegetables, and dreams of him supporting my husband, Eric, and me well into our old age. When our son Aaron was born, my gut told me that something was going on with him. I told the nurses at the hospital that he wouldn’t eat, that he slept too much, and that something was wrong. Every single one of them brushed me off with a smile and an offer of a pink plastic pitcher full of ice chips. I hate ice chips. I’d watch them melt into water while trying to figure out why the nurses wouldn’t listen to me. I had the distinct feelings of “What is going on?” and “I have no idea what to do!”


When we brought Aaron home, those feelings persisted. We took him to his pediatrician a lot. Our pediatrician said one of the most important things anyone has said to me on this journey: “Bring your child in here every day if you need to. We will always see you. We will always listen to you. We will always take you seriously.” Several months later, Aaron was hospitalized for not eating, and we soon found ourselves stocking up on therapy sessions, feeding tube supplies, and fears of how my husband and I would support this little boy well into our old age. All of this while juggling the daily needs of a newborn and a toddler. We were living in a world that suddenly seemed to be spinning much too fast.


This chapter is about diagnosis. Which is ironic, because Aaron doesn’t yet have an overall diagnosis. Our medical team agrees that there’s a genetic syndrome at play. We’ve done every appropriate test out there, including full genome sequencing via the amazing Undiagnosed Diseases Network (UDN), and still nada. Within our son’s mystery syndrome, he has supporting diagnoses, including autism, cerebral palsy, epilepsy, microcephaly, cortical vision impairment, gross motor and fine motor impairments, intellectual disability, developmental disability, global delays, and sensory processing challenges. Plus he has a feeding tube, a history of chronic vomiting, communication challenges (he’s mostly nonspeaking), and is excessively handsome. True story. I write “excessively handsome” on all the paperwork for school and doctors’ offices to see if they’re reading through everything. It’s nice to give them something to talk about besides all the other stuff.


When we started on our path of parenting a child with multiple disabilities, we felt like we were falling into a bottomless pit. There was so much to do and to learn, and I felt totally inadequate. I felt like I was failing my child from day one. I felt alone. I needed someone who would tell me everything. I needed someone to sit me down and say, “Here’s everything no one tells you about parenting a disabled child.” Hey, that has a nice ring to it…


So I’m telling you the thing I needed to hear: You will have to learn all of this. But you don’t have to learn it all alone. You aren’t failing. You aren’t inadequate. There is a bottom to your bottomless pit. And you’ll probably hit it at some point. I’ve been there several times. It’s a lot to process, starting with everything no one tells you about diagnosis.


The Basics






Who can diagnose my child?






A good place to start is your pediatrician. They will do standard developmental screenings. Some disabilities are visible and immediately apparent. Some may not become apparent for years. Not all kids follow the textbooks in their development, even typical kids. One of our children didn’t walk until seventeen months old but started talking at ten months old. So, go figure. We were jumping with joy when our other son started walking at three and a half years old, and at ten years old first communicated, “No hug Mom” on his communication device.











My pediatrician says my child is fine. I disagree. Now what?






Nothing wrong with getting a second opinion. You’re never going to look back and say, “Gee, I turned over too many stones trying to do right by my child.” You can meet with friends’ pediatricians. You can go to a hospital-based pediatrician. They have a decent chance of taking insurance. You’ll probably want to avoid spending too much time on the internet. Because it’s the internet. Get the professional opinions you need in order to feel like you’re doing the right thing for your child. Maybe there is value to a “wait and see” approach. The answer might be take action now! Or the answer might be that you’re wrong. It’s okay to be wrong.











But my aunt Sally says that…






Is Aunt Sally a neurologist? No, probably not. You get to decide whose opinions are helpful or not. Because you’re the parent. If listening to Aunt Sally makes you want to whack your head against a brick wall, then stop listening to Aunt Sally.











I’ve heard of a developmental pediatrician. What is that? Do I need one?






Developmental pediatricians specialize in evaluating and caring for kids with developmental and behavioral challenges. They serve a broad range of kids and disabilities. Do you need one? Maybe. Maybe not. Oftentimes, your pediatrician will be able to steer the ship for you. But, if you feel like you need more specialized care, it could be worthwhile to book an appointment with a developmental pediatrician. If you’re looking for one in your area, try:









ASK: Your pediatrician. Your friends. And ask them to ask their friends. Chances are someone knows someone.


CALL: Your local children’s hospital. Ask if they have a developmental pediatrician on staff. Make an appointment, even if it’s months away.


SEARCH ONLINE: Developmental pediatrician plus your city name. Read reviews.


CONTACT: Your insurance company. Don’t be surprised if they don’t have an in-network developmental pediatrician. But if they do, tell everyone you know. Including me. Because we’re friends now.








So, do I need a diagnosis? I don’t want to put a label on my kid.






Lots of folks have lots of opinions on this one. But they’re not writing this book, so here’s mine: It can be emotional to have someone put a name to the thing that’s going on. But it can also open up doors to therapies, services, allies, and insurance coverage. It can also empower a child to put a name to this part of their identity—and to find others that share that identity. If you are able to get a diagnosis, use that information to best serve your child, to connect you with a community of folks with a similar life experience, and to learn how to be the best parent to your child. If you aren’t able to get a diagnosis (I’m right there with you), do your best not to lose sleep over it. Maybe the diagnosis will come. Maybe it won’t. Allow your child to be your best teacher. You will find your community. You will do right by your child, even if science is still catching up to your unique kiddo.











I just got a diagnosis for my child. I’m a wreck. And I feel guilty about how I’m feeling. Is this normal?






This is a tough one that most of us go through. I spoke about this with Lauren Clark, PhD, RN, FAAN, Professor and Shapiro Family Endowed Chair in Developmental Disability Studies at the UCLA School of Nursing. She had this to say: “It is a momentous change in your expected life journey. This moment stands apart as a defining moment of your life. Any reaction to the news is within the realm of normal. Your child’s disability could change many things, or everything, about your future. Parents feel ashamed that they’re sad, they feel embarrassed for their feelings, they feel underequipped, inadequate, angry, mixed with grief. The sense-making process can take a long time. What makes a difference is parents falling in love with their child, watching their child grow, finding hope. Parents do lose hope. They rescue their hope. They regain hope. It’s a process.”







What Worked for Me




• Create a log of your observations. Write down everything that is concerning or that you have questions about. Include dates. Take videos of any observable concerns.


• Take the log (see previous entry) to all doctor appointments.


• Start a file system. Buy or borrow a label maker. Because label makers are awesome.


• Create a log of doctor appointments. Take notes at all doctor appointments. Include dates. In writing. Always put everything in writing.


• Make a list of people who could be helpful. Ask them to bring you dinner, or to babysit, or to help sift through the mountains of paperwork. Don’t be afraid to ask for what you need. People want to help.




Expert Insight: What Do I Need to Know About Diagnosis?


Check out the Appendix for full conversations with the experts featured here.


Dr. Brian Skotko


Dr. Brian Skotko is a board-certified medical geneticist, director of the Down Syndrome Program at Massachusetts General Hospital, and associate professor at Harvard Medical School.




• Information should be empowering. A diagnosis can be helpful because it leads to more information.


• What parents ask respectfully of their clinicians is not to start with a values statement: “Unfortunately I have sad news” or “I don’t know how to say this” or “I regret to have to say this.” Anything that conjures up pity or sadness might not be the emotions that are felt or that resonate with the parents getting the diagnosis.


• Do a little bit of self-reflection and self-discovery: How much information do you need, how much volume of information do you want, and who are your trusted messengers?


• Never let a medical professional try to define or reduce your loved one to a series of symptoms or conditions. It’s the parents’ role to truly know and love their child.




Dr. Emily Bronec


Dr. Emily Bronec is a pediatrician whose practice focuses on compassionate, evidence-based, neurodivergent-affirming care for all children.




• The most important thing is feeling like you have a partner in the care of your child. You need to feel comfortable asking questions.


• There are many things a doctor won’t see in a fifteen-minute visit. Think about what your doctor needs to know in order to have the full picture. If you have a nagging concern, pediatricians really need to listen to that.


• Most pediatricians will follow the American Academy of Pediatrics developmental screening guidelines. If there are concerns, your doctor may ask questions about your child’s development at any point.


• Any child, even nondisabled children, can fall outside of the range of the milestones.




Letter to Myself: Ashequka Lacey





Dear Me,




I know you are so excited about today. You finally get to find out the gender of your baby. I know you think it is a girl, but it may not be, or it may. I am writing this letter because I wish that I had known what I know today on August 27, 2018.


The last words I remember hearing are “It’s a boy.” My heart dropped because I wanted a girl so bad. As my son’s father went to make a phone call, the doctor stopped him. I knew something must have been wrong. He pointed at the screen showing us that the baby’s femur was small and that meant something was wrong. My heart started to beat very fast as I touched my stomach feeling bad because I cried that he was a boy, and now the thought of knowing something may be wrong didn’t sit well.


My doctor immediately made a call to the maternal fetal medicine doctor. That’s a day I will never forget. The ultrasound was very intensive; we were there for hours. As I waited for the results to come back I had so many thoughts running through my head. The maternal fetal medicine doctor came in and told us that my son had a lethal form of dwarfism called thanatophoric skeletal dysplasia and may not make it.


I refused to believe that I waited nine years to have a baby and I wouldn’t be able to hold him. That is the day that my faith was built. I depended solely on God. The options that the doctor gave me were very slim. He told me I should terminate because his quality of life would be poor. He also said if I chose not to terminate, they would set him up with palliative care and put morphine patches on his cheek and he would pass away. Both of those options were devastating. There had to be something else.


This was a test of my faith and it gave me a strength I didn’t know I possessed. I decided to advocate for not only myself but my unborn son. There had to be something else. And there was.


I want to tell myself I’m proud of you for fighting and not giving up. Your life changed that day for the better even though it didn’t seem like it at the time. You made the right decision. You’ve grown into a wonderful woman. You write books about your son. You started a company inspired by him. You will succeed together. There is something else. And it is everything.




Love,


Ashequka







Template: Sharing the Information of Your Child’s Disability


Many parents want to share with family and friends that their child is disabled, but they aren’t sure how. Is it okay to share this information via email? Sure is. Or phone calls or in person or however you are most comfortable. Parent Jillian Hollingshead emailed family and friends the message below in advance of their son’s birth, so that his arrival would be met with joy. Whether you learn of your child’s disability prenatally or postnatally, the message that follows can be adapted if you choose to share the information in writing.




As many of you know, we will be adding to our family in August of this year. What not everyone knows is that we are expecting a perfect little boy with forty-seven chromosomes. In other words, our little man has Down syndrome. Yes, this diagnosis was unexpected and naturally elicited a roller coaster of emotions. Through the ups and downs, however, one sentiment has remained constant: Regardless of chromosome count, our son is unconditionally loved and very much wanted. We share this news with you now so that our little man’s birth may be met with the joy and celebration that it deserves. We welcome best wishes for his safe and healthy arrival, and look forward to sharing him with you all!





Template: Sample Logs: Parent Observations, Doctor Visits


PARENT OBSERVATIONS: Taylor Johnson, age four months






	Date

	Observation






	2/20/20

	Not making eye contact, not responding to light/dark, eyeballs pulsing/shaking often.






	2/21/20

	Not interested in eating, must be woken up from naps to eat, takes a really long time to eat.






	2/22/20

	Cries all the time when awake. Can’t stop the crying. Seems to have a hard time pooping.







DOCTOR VISITS: Taylor Johnson, age four months






	Date

	Doctor/Contact

	Notes






	2/25/20

	
Dr. Andre Anderson


Pediatrician


555-555-5555


321 Address



	
Referred to pediatric ophthalmologist


Scheduled regular visits for weight checks: current weight is XX lbs.


Record all wet and dirty diapers; bring notes to next visit








	3/12/20

	
Dr. Kristin Roberts


Pediatric Ophthalmologist


555-555-5555


321 Address



	
Normal eye structures


Cortical vision impairment


Nystagmus (that back-and-forth eyeball movement I’ve been seeing all the time)


Follow up in three months










Ask Yourself




• Do I believe that my child has/may have a disability and/or developmental delay?


• What signs have I seen? When did I first notice these signs?


• When did I first mention this to my child’s doctor? What was the response?


• What local organizations specialize in and support pediatric disability? Who are local medical experts in my child’s disability or suspected disability?


• Who do I trust to talk to about this? Where am I getting reliable medical information?


• How can I explain a diagnosis to my child in a way that is both factual and empowering?




Where Do I Start?




• Schedule pediatrician appointment.


• Make notes about your child and any specific concerns and/or questions. Take videos if you can. Bring your notes to the pediatrician appointment.


• Reach out to your circle of support. Let them know they’re on duty.


• Sleep as much as you possibly can.
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