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This book is dedicated to

the autistic community of

our past, present, and future.

Those we’ve known and

those we haven’t; those who

have gone without recognition,

support, or acceptance;

those who are using their lives

to be the change we all need;

and for those to come who

will build a better future.



It is also dedicated to one of

the authors, Mel Baggs, who

died before this was published.

Mel will be missed for hir

openness, humor, and creativity

as much if not more than

for hir tireless advocacy for

the disability community.
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Foreword

When parents come to me terrified, convinced there is no viable future for their precious children, I send them to those who not only wait to welcome our children with open arms, but who so willingly guide us as we make our way along this winding, rocky, beautiful path together.
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A couple of years ago, I was asked to speak to a group of early education students at a local college. They were studying specialized teaching methodologies for Autistic students and, after bringing in an Autistic speaker, their professor wanted them to hear from a parent.

After I spoke, I opened the floor to questions. There was one I will never forget.

“How did you feel,” a student asked, “when your daughter was first diagnosed with autism?”

I took a deep breath and answered honestly. “I was terrified,” I said. “I sobbed. I retched over a toilet bowl. Because of everything that I thought that I knew about autism, I could not imagine that there was any real hope of a future for her.”

I took another deep breath before I continued.

“Because, you see, I didn’t know any better. I didn’t yet know that the terrifying and damaging rhetoric out there about autism wasn’t going to be our reality.”

Desperate to find help for my newly diagnosed daughter, I turned to other parents, doctors, researchers, therapists—anyone who cared for or worked with Autistic individuals. While in some cases their experiences were helpful, the truth was that no matter how much or how hard they’d studied, how renowned their work or esteemed their opinions, they could still only offer the perspective I already had—that of a neurotypical person making assumptions about the Autistic experience from the outside in.

Some of the so-called experts sold outrageous myths as truisms, backed by the long-outdated idea that in order to exist, a human trait must be expressed only in a way that is familiar and recognizable to neurotypicals—to wit: intelligence measured only by language-rich tests, the existence of empathy determined only by its method of delivery, theory of mind “proven” by a test so flawed that it’s not even wrong.

It soon became obvious that the current autism zeitgeist was off the mark. So I turned to the experts. The actual ones.

I searched for Autistic people who were able, in one way or another, to share their stories. As it turns out, they weren’t hard to find. In fact, they were—and are—everywhere.

Some of the folks I found were verbal, some were non-speaking. Some used electronic devices to communicate, some were able, after having spent years, as my friend Barb Rentenbach likes to say, “disguised as poor thinkers” to type their thoughts.

I yearned to hear everything they had to say. More than anything, I longed to understand my daughter’s experience not from the outside looking in but from the inside looking out.

It was on Brooke’s fifth birthday that I published a post called “The Gift of Perspective.”1 It was only the second post that I ever wrote on my then-brand-new blog, A Diary of a Mom. In it, I quoted an Autistic woman who had anonymously published an article ahead of April, well known at the time as Autism Awareness Month. She wrote, “Don’t pity me or try to cure or change me. If you could live in my head for just one day, you might weep at how much beauty I perceive in the world with my exquisite senses. I would not trade one small bit of that beauty, as overwhelming and powerful as it can be, for ‘normalcy.’”2

“I always feel so privileged,” I wrote in response, “to get glimpses into the minds and hearts of people who have lived through this. When someone says, ‘I wouldn’t change it for the world,’ well, what an amazing reminder that every bit of this struggle (both real and perceived) is SUBJECT TO PERCEPTION.”

My daughter was five when I wrote those words. She had little to no novel language. Her life was often frustrating and overwhelming and painful and hard. It was a life-changing moment.

Over the years, I have become increasingly grateful to those who give so generously of their time and precious energy to share some of the most intimate details of their lives in the name of a better world for their younger brethren. I don’t know what I would have done without their insight, their guidance, and their friendship. I cannot imagine the parent I would be today without having had their help in stripping away my own assumptions, my own ableism, and my deeply ingrained neurotypical bias in order to understand and respect my child’s inner life.

Their experiences may not be an exact match with hers. Some may not even come close. But always—always—there is invaluable insight to be gained from their writing: a glimpse of what it means to be Autistic in a predominantly neurotypical world.

There is no greater resource for neurotypical parents of Autistic children than the members of their own community. When parents come to me terrified, convinced there is no viable future for their precious children, this is where I send them: to those who not only wait to welcome our children with open arms, but who so willingly guide us as we make our way along this winding, rocky, beautiful path together.

They know, like no one else possibly can, of what they speak.

Jess Wilson






LETTER FROM THE EDITORS

When we first set out to publish What Every Autistic Girl Wishes Her Parents Knew under our imprint, DragonBee Press, it was during a time in which there seemed to be a hopeless division between autistic adults and non-autistic parents. The relationship between autistic adults and parents of autistic kids has in the past been marked by misunderstanding and lack of a common language and sense of possibility for the lives of autistic kids. Since many of us had grown up in a time period in which autistic and intellectually/developmentally disabled youth were often segregated in school, institutionalized, and undiagnosed, or our disabilities treated with shame and hidden sometimes even from us, many parents of newly diagnosed young people had either never known—or never known that they’d known—other autistic people or what our lives could look like from early childhood all the way to later adulthood. As such, they didn’t understand how to relate their own autistic kids to autistic adults (including strangers on the internet) asking them to parent differently.

But as a community of autistic people who were diagnosed or identified both early and later in life ourselves, who have found community and solidarity in each other, in many ways members of our organization, AWN, are uniquely equipped to reach out and let parents know that many of the most important sources of strength and support for building a good life were almost never a particular kind of therapy or clinical intervention. Instead, we draw strength from knowing that we are accepted by the people in our lives, the recognition of our full humanity, and chances to be genuinely included in the world around us.

With increasing recognition over the years of the historic under-diagnosis of certain segments of the community (such as autistic women and girls) came an increase in awareness that autistic people themselves could actually have children; many parents of autistic kids were actually autistic, but undiagnosed. In fact, several of our own authors are not just autistic people but are parents (biological and adoptive) of autistic children themselves, and their vital knowledge is shaped not only by their own autistic childhoods but by their experiences as parents.

Another issue we knew we needed to address with the anthology re-publication is the increasing affirmation of gender diversity within the autistic community. When AWN was founded (as the Autism Women’s Network), and when we first conceived of the original anthology, our organization was dedicated to addressing the disparities in recognition, diagnosis, and social support faced by autistic women and girls in a medical and professional culture that often presented the stereotype of a non-verbal, young, white boy as the face of what autism meant, actively erasing and obscuring the existence and experiences of autistic girls and adult women.

Current research suggests that people on the autism spectrum demonstrate a diverse range of gender expression and sexual orientation. It is also true that the people who have gone underserved and unrecognized in the mainstream discussion of autism aren’t just cisgender women and girls. And even when we are raised as girls or identify as girls for some part of our lives, these are experiences that impact us growing up even if we don’t yet have the language to explain our gender realities.

We still very much believe that our initial vision to serve autistic women and girls is an important and meaningful one. However, the last several years have proven that in order to fulfill and be true to our original purpose, we needed to become a more gender-inclusive organization. It is also the defining reason we changed the name of our organization from the Autism Women’s Network to the Autistic Women & Nonbinary Network (AWN, or AWN Network), a name that is reflective of our renewed mission. What our authors have to say is relevant for autistic kids of every gender, which is why our title What Every Autistic Girl Wishes Her Parents Knew is now Sincerely, Your Autistic Child.

As you read the different chapters in this book, please keep in mind that each writer has offered to share a part of who they are as a person so that you may better understand what autistic people experience as we navigate the world. Because we believe it is important to highlight the impact of identity on our lives, our anthology intentionally features a diverse group of authors. With writers ranging from the Silent Generation to Generation Z, we strive to provide a multigenerational lens; similarly, we seek to represent a broad range of faith beliefs with contributors who are Muslim, atheist, Jewish, agnostic, Christian, Pagan, etc.

We have authors who are advocates, stay-at-home and working parents, college students, employed, and unemployed; we have authors who live independently, who have live-in support, who live with their partner, spouse, or family, and who live (or have lived) in residential or congregate care. Additionally, we are proud to feature a myriad of cultural backgrounds in our anthology. We have authors from the UK, Canada, and Japan in addition to the US; half are people of color (including Asian, Latinx, Black, Indigenous, Arab, and multiracial people) and half are white. Our authors include individuals who are non-speaking (both exclusively and part-time) and use adaptive and augmentative communication (AAC) technology such as typing, and individuals who communicate by speaking.

You will notice that some writers refer to themselves as “autistic”; others say “on the spectrum” and some use “has autism.” Although AWN, as an organization, has adopted identity first language (i.e., “Autistic”), we believe that people have the right to choose how they identify. You’ll also see some authors capitalize “Autistic” in a similar way that many Deaf or Black people capitalize those terms out of a sense of identity or pride. You may notice that some of our contributors use personal pronouns other than “she/her” or “he/him,” including “they/them” or “sie/hir.” These are choices sometimes made by transgender, agender, and gender non-binary people when conventional binary language about gender does not reflect their personal reality. Finally, wherever functioning level language is used (“high-functioning” or “low-functioning”), it is to discuss language that clinicians and medical professionals have used, not because AWN endorses the ideas conveyed by those terms.

Our anthology is designed to offer the reader a break from the clinical/medical guidebooks to consider perspectives that are only available by hearing from the real experts, autistic people. As no two individuals or families are the same, each experience shared in this book is authentically unique.

Sincerely, Your Autistic Child is a dedicated labor of vulnerability, honesty, and love, and AWN is thrilled to reintroduce this book to you!






Early Memories, Childhood, and Education






1 Acknowledge Vulnerability; Presume competence

B. Martin Allen

I have a place in this world. The fact that I am here is proof of that. Trust that we will find that place, together.

[image: ]

I WAS YOUNG ONCE, and all I knew was what others told me. I grew up not knowing that my needs were valid. I grew up in a world where I was defective and unable to justify my existence. As an adult, as a parent, I know no one needs to justify my children’s existence. We exist, full stop, no qualifiers needed. What follows is clearly not an account of what a younger me would have wished adults knew, because I could not know. I offer instead what I needed adults to know, colored by the hindsight I’ve developed over the years as a parent—and now as a grandparent.

Expectation


I can feel your resentment. If I am not the child you wanted, if you feel your life has been made unfairly difficult, I feel that. Throw out all those damning words of diminished hope foisted upon you by people who call themselves experts. If you believe them, I will, too. If you love me, but you wish . . . that wish is a barrier, too. It serves as a roadblock to your love.

I may not be capable of toughening up. Exposing me to sensory onslaught only drains my reserves. I will not develop an immunity to sensory or emotional pain simply by prolonged exposure, even if that exposure is called therapy. I need safe spaces. I will be better equipped to take risks and test my limits if I know there is a real safety net under me.

I need to learn and grow at my own pace. I know you’ve heard this before, but uneven skill sets are a real thing. The linear timeline of what is learned when it is, is a guideline, not fact. Don’t waste energy worrying over what I can’t do, and don’t let that hold me back from fully exploring what I can do.

Your fears may not be reality. Stay aware and protect me, but don’t fall into the trap of thinking that I am so different that you are the only one who could possibly see me as special. If I am wonderful enough for you to love me, others will see that as well. Not everyone is making fun of me. Not everyone is a potential abuser. Do not protect me so much that I do not have room to connect with others. Even if I struggle with much-vaunted life skills at ten, or fifteen, or forty, do not let your imagination project that into some nightmare adulthood for me. I have a place in this world. The fact that I am here is proof of that. Trust that we will find that place, together.



Connection

If I only know people with no known disabilities, I cannot help but question my worth by sheer deductive reasoning. I need to know others like me, to know I am not alone. I need that connection, but do not be troubled or confined by a narrow definition of this. I may find other autistics whose autism looks different from mine. Even if it’s hard for you to see how alike we are, we will see our shared experience. I might find other friends in the broader disabled community. We are more alike than different. Some of these people may be older than me, and I can learn from their wisdom. Some may be younger, and I will be their role model. I may make these friends in person or online. All interactions hold value. The point is, broaden the scope in your search for my community. Let me know that in a sea of sameness, I am one of the many, many different, and in that variation lies beauty.

Autonomy

In my relationship with you, I need to have the power to say no. Yes, you are still the parent, and I do not always know what is in my best interests. Having ownership of No is not the same as getting whatever I want, but rather an affirmation of that very human need for autonomy. Autonomy is dignity. Autonomy says I am a whole, valued person who is as worthy of a place on this planet as any other human. I need to freely practice this skill and see my No paired with your unconditional love. This will build strength and resilience that will carry me long after you are no longer there to hold my hand.

However, even if you respect my No, others will not. I exist in a world where sexism and ableism are used to prop up one another. My No will be discounted. Autism will be used as an excuse to validate this violation of my autonomy. When I say No, I will be told I am being mean, thoughtless, or selfish; that I do not understand. I will be told this by teachers, bosses, and potential suitors alike. You, too, navigate this emotional manipulation, often without having to give it much thought, but it will not be so clear to me. Show me. Teach me to recognize it. This will not leave me bitter and cynical if done in a loving and open way. It will provide me with the tools I need in adulthood.

Competence

Presuming competence is critical. It is a cornerstone of respect. That does not mean it is easy. Often, people who want to embody this ethic, people who truly believe they live this principle, will find at times that they fall short. The presumption of competence is not an act that can be completed. It is an exercise, a constant work in progress. To practice this principle, you will need to keep your heart open to being wrong. Your ego may need a gut check. I promise, it is worth it. I will grow in beautiful ways if this is the practice of those around me.

[image: ]

In a perfect world, we would all be guided by the presumption of competence, not just in regard to disability but in all human interaction. But we do not live in a perfect world. In the real world, no matter what skills I acquire—be they social, emotional, physical, or educational—there will be a sizable number of people who will presume me to be incompetent. Brace me for it. Make sure I know my rights. Let me know over and over again that I am so much more than the box some small-minded person wishes to fit me into. Practice with me the interactive tools I need to stand up in the face of those who do not believe in me.






2 it’s Us Against the World, Kid

Brigid Rankowski

My mother has always been my biggest ally. She is always there for me, even when the world seems to be against me.
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AS BEST AS I CAN REMEMBER, my parents ended up raising me in two different ways. My father tried to raise me to blend into the sea of normalcy. He said he wanted me to “fit in,” but what he really wanted was for me to not stand out. That’s a big difference. Standing out as someone different made him look different, and for that, he was ashamed. This shame made him angry at not having a “perfect” child, and the anger was sometimes directed at me. This shame complex stays with me even now as I stress out about looking “weird” at times. It’s been ingrained in the deep corners of my thoughts, to strive for “normal.”

My mother is an artist and raised me to believe I could be anything in the whole world. She taught me every color was special because it was unique and nothing else was the same color. She showed me that everyone was the same and everyone was different in their own way. Different was not a bad thing; different was the amazing part of nature that created diversity. “Normal” was nothing to strive for, and it actually bored my mother. From a young age, she knew I was unlike my friends and thought I was amazing because of that fact. My relationship with her is more one of equals than of the parent–child bond I often see with my friends.

Growing up, it was not obvious I was on the autism spectrum. Labeled with learning disabilities from an early age, things were always more difficult for me compared to my peers. Every Tuesday morning, I would miss the beginning of classes in my private school to go to speech class at a local public school. To this day, I’m not sure what, if anything, my classmates were told of my absence. When I was young, doctors hooked me up to heart monitors because they thought I had a severe heart defect. I would be randomly debilitated with chest pain and difficulty breathing, and I was unable to function during these spells. Years later, my family and I learned this was just the extreme anxiety to which I am prone. Anxiety can still be so debilitating that it closely mimics an epileptic seizure.

People always remark on my social skills and wonder how I can be on the spectrum. I just laugh and remember the countless hours spent glued to my television mimicking the characters on the screen. My skills of echolalia and mimicry helped me “pass” for years until the fateful day when all my coping skills went away. My parents would take me to theater productions as often as possible when they found out how connected to the arts I truly was. My father would take me because he was able to boast about his cultured child who knew all the lines to every play after only one performance, while my mother saw how completely absorbed I became in every bit of action on stage.

Years later, my mother remains the rock of my family and she completely promotes my unconventional lifestyle. She’s trying to make her living as an artist and is quite proud of me for finally acknowledging my artistic abilities. When I called my mother from the cornfields of Iowa, telling her I wanted to go back to performing after several years prioritizing my health, her response was, “It’s about time.”

I’m unable to work a “normal” job due to a car accident that caused my multiple disabilities to worsen, yet I do keep myself busy with various special interests. My many activities include being a fire show producer, helping run a nonprofit social circus, acting as a professional mermaid, advocating while on state and national boards, writing articles on a myriad of topics, and of course breathing fire or spinning fire. My mother is one of my biggest supporters when it comes to my many different artistic pursuits and will tell anyone she meets about her “Fire Breathing Mermaid” of a daughter.

There are days I crave normalcy and dream of a nine-to-five life where the most exciting thing planned for the week is pizza night on Friday. The thing I most often wish was “normal” has always been my social skills. The social quirks I have of speaking what’s on my mind and being completely oblivious are not always so charming to me. They can lead to depression, as I sometimes feel isolated in a room full of people who all seem to be speaking in a foreign code. People speak in looks and “you knows” instead of using real words.

Seeking a good education, I spent my high school years at an all-girls private school. As a person who doesn’t understand the complexities of normal social interactions, let alone the minefield of social interactions in an all-female population, this was a special type of torture. Suddenly thrown into the chaotic ocean of hormones and scholastic competition instead of male attention, I, at times, found myself drowning. Due to health reasons, stress, anxiety, and brain damage, I missed a total of 279 days of school during my time in high school. It should be noted I made honor roll almost every quarter, leading to one staff member’s comment in an IEP (Individualized Education Program) meeting of, “Imagine how well she’d do if she actually came to school?” As amused as my mother and I were, the other staff members did not find this statement equally hilarious.

As you read this, you’ll notice my mother is mentioned quite a lot. Before, I said our relationship was more peer-like instead of the classic parent–child relationship, and this requires greater emphasis to understand why I turned out the way I did. My father was not a healthy man, and this quickly turned to abuse. Blaming the faults—existent or nonexistent—of his family members shifted the responsibility for his actions away from himself. He became physically violent by the time I was in first grade, and this escalated until he was finally kicked out of the home shortly after my sixteenth birthday. The physical violence was random, but the emotional and verbal abuse was a daily occurrence. His biggest insult, the one that always hit home the hardest, was “Why won’t you just be normal?”

I was seeing a therapist when we finally had enough of my father and were able to have him removed from the home. At one point, my therapist asked my mother to come into the room, as he had something he wanted to tell her. He had also noticed how often I spoke of my mother as a confidant and ally. I will always remember the words that came out of his mouth. He looked at us and said, “It seems like you two have an ‘us against the world’ mentality going on.”

My mother and I looked at each other, nodding our heads in agreement. This man thought it was a negative thing, but this is the greatest gift my mother has ever given me. She is my rock and has always stepped up to support me, even when the odds were against me or when my version of events varied so significantly from other people’s stories. There were times in my life, and there still are moments, when I need my mother to translate what is going on in my head into a version the general population can understand. There are also times when the actions of those around me confuse me so much that I need someone to help me understand the world around me. My mother does this for me.

People often come up to me after I give a presentation in which I mention my mother, and they compliment my mother to the ends of the earth. My mother refuses to take any credit for the person I have become, because she says she only gave me the tools to be great. Why would you take credit for someone building a birdhouse when all you did was give them the materials to do so? Well, because my mother gave me the right tools, and she still does. She always encouraged me to stand up and say something when I saw something wrong. From a young age this led me to stand up to bullies and work with animal shelters. She taught me it was always best to be honest, but that there is a time and place to be honest, especially about delicate matters. One of my favorite things, which she still shows me, is how being nice to people and acting polite will always work better than getting angry with people who are being rude. All of these things are ways my mother has modeled strong characteristics to me. Kids on the spectrum really pick up on role models, so it’s important to have a wide variety of positive ones. Some of my mother’s friends were friends of mine because I enjoyed talking about art instead of the latest cartoon.

One of the biggest challenges of being on the spectrum may have to do with the lack of theory of mind. We can’t understand what’s in peoples’ heads. This can mean that when we do great things, we often don’t recognize our own hard work. We really need someone to tell us when we do good things, even the little things. Praise is a good thing and promotes self-esteem as well as confidence. These are very important traits that everyone should have; they are like the armor we need to deal with the world around us.

Some days it’s difficult and we get frustrated by our differences. Everyone has bad days. At times we wish things were easier for us, and this can make us depressed and generally sad. Embracing positivity and the strengths of being Autistic is important because that is who we are. Being Autistic is something that will never change. The right thing for a parent to do is to help their child celebrate who she is and help them love themselves.

The greatest thing that a parent can do is support their child. Let your child know how amazing they are and how much you believe in them. It really does seem so simple, but it makes a world of difference. I’ve met hundreds of people on the spectrum and hundreds more who are not. Most everyone I’ve met says they wish their parents were more supportive and loved them unconditionally. Most parents do love their children, but it is important to let them know verbally, because we don’t always pick up on nonverbal cues. Yes, as difficult as it is to say it, we sometimes do not know when people care about us or love us.

Many of my friends have met my mother, and now she’s friends with many of them. She lets people know that if they need parental support, she is there for them in ways their own parents may not be. My mother has always been my biggest ally. She is always there for me, even when the world seems to be against me. So no matter what happens in my life or how badly I mess up or who breaks my heart or how scared I am, my mother will always be there with her shoulder to cry on and a hug. In moments that really do come down to us against the world, I’m very comfortable with my odds.






3 What Autistic Girls Wish Their Parents Knew About Friendship

Jane Strauss

I knew that it was not necessary or even usual for one to have large numbers of friends.

[image: ]

ONE OF THE THINGS that many parents seem to be unhappy about when their child is labeled “Autistic” is this: “But they will not have play dates.” Friendship, “socializing,” and human interaction are seen as central to our very humanity. Females often fly under the radar for being labeled on the autism spectrum because their social development is different from that of males, generally resulting in more social orientation, better imitation skills at a younger age, and earlier speech, of whatever kind, than their male counterparts.

In modern society—where doing things in groups seems to have become the norm—parent education, daycare, and early childhood programs result in children being put into groups at ever-younger ages. The groupification of society results in challenges for any person who has sensory issues or does not like change. And those in charge of such programs, in my experience, are not very good at dealing with such folk, no matter how young. I still remember the extreme confusion of staff at our local “Early Childhood Family Education” program where my eldest daughter spent the entire time I was in the parent group screaming instead of interacting and exploring. The only time she did not scream was if the room she was in had a fan or a similar rotating object, which I suspect she used as a stim.

This being the case, and as in most modern societies where females are held to a higher standard of social behavior than males, girls on the spectrum are even more likely to be pushed socially than boys—if they are even identified. In addition, the huge amount of energy it takes to behave in a “social butterfly” manner is often ignored or overlooked. Especially if it has not been difficult for Mom to make friends, easily interact, or read social cues, her daughters seem ever more alien when they do not adopt those behaviors easily or naturally. Sometimes Mom has had challenges making friends but has nonetheless muddled through. She may or may not see herself in her daughter. And often those on the spectrum become chronic targets for bullies, even when they have not been labeled, or are not considered disabled enough for their quirks to “count.”

It is no accident that Autistic girls are more often labeled with depression or eating disorders than with their real neurodivergent natures. When, from early childhood, you live out of sync with social norms and expectations, it’s easy to feel as if you are alien, wrong, and bad. In such a situation, one would have to be catatonic not to be at least a little depressed.

As an Autistic woman who struggled through over five decades before being properly identified, and who learned, through trial and error, about friends, friendship, what they are, and what they are not, there are a number of things I wish that my
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