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Introduction

 

Amazing things come from chance social media encounters. Someone mentioned wondering if there were any books on neurodivergent grief. A quick web search later, I realized there weren’t many, if there were any at all. As someone with experience with putting together anthologies, I offered. Not only is this a topic of interest for me as I examine all the ways grief has touched my life, but I saw the project as a chance at public service, of putting my skills to use for the good of the neurodivergent community.

I am honored and humbled to be given the task of shepherding these essays into this volume. The stories told here are personal and moving. Grief, we’re taught, moves in five phases: denial, anger, bargaining, depression, acceptance. Even in neurotypical spaces, the more compassionate and informed believe grief is a dance. It is not a linear movement through the stages. Some are skipped. Others are revisited. And even when we reach acceptance grief doesn’t go away. It remains and theoretically lessens with time.

Neurodivergent grief, as told in these essays, also ebbs and flows through these phases, and just like neurotypicals we each grieve in our own way. I think it’s important to note that we do grieve, and we grieve hard. The myth of the emotionless, almost robot-like autistic individual is just that—a myth and a purposefully wrong one as well.

Many scholarly articles have been written about rumination in autism, though it isn’t until individuals actually talk with and listen to autistic individuals that it becomes clear a large part of rumination is the asking of “why?”. The loss of friendships, pets, loved ones, jobs, or opportunities all cause grief. To the neurodivergent individual there’s also the undercurrent of “why?” because too often we’re left without answers as people, places, and things slip hopelessly, silently, out of our reach. 

In this, grief becomes like the rubbing of salt in the wound, or picking off scabs, making the initial injury that much more difficult to handle. The sensory pain becomes too much, overwhelming, as the emotions flare. They do not go gently into the long night. Instead, they rage and recombine, showing themselves in new and sometimes raw and painful ways.

This anthology contains only a few essays of grief, and while I believe it gives a bountiful cross-section of the many ways grief manifests in our lives and how we handle it, this is by no means the entirety of the subject. We are human. We are as wondrous and varied as the leaves on the trees in a forest, and at times we’re just as fragile.

To those who are neurodivergent, I hope this volume offers a light in the darkness, a way to begin to understand the ways grief shapes your life.

To those who are neurotypical, may you begin to understand us just a little bit more.


	
Kit Caelsto 





 

 

 

 

 

 

 


From Innocence to Closing Off to Self-Awareness to Rebirth: A Typical Autistic Tale, Unfortunately

by Jenny Bristol

 

Who were you before the world beat you down?

As I sit here, middle-aged and working on remembering and figuring out who I really am, I ask myself that question all the time. Who was I before society not-so-politely asked me to hide myself, hide who I really am? Who could I have been, if I'd been nurtured by society and my peers, instead of ridiculed and told I was doing things wrong?

I don't grieve over my autism diagnosis or a fictional self that I had built myself up to be. I’ve always known who I am, deep down, even without the words to express it. 

No, instead, I grieve over the lost possibilities of my life and who I might have blossomed to be, given the right supports. Those lost possibilities are becoming evident as I unpack my several decades of undiagnosed life. For me, being diagnosed autistic was like focusing a camera lens, the blurry, mixed-up world finally becoming clear. 

My entire life finally made sense. My weird behavior as a child. My awkwardness and rarely fitting in. My reactions to the world. My expectations of others. But the journey to reach this understanding was very long. And it was very short.

Learning I was autistic was a slow and gradual process, but then it happened all of a sudden, making it all feel obvious in retrospect, like I should have figured it out long ago. The long journey ended in a blip. 

But it really was a long and complicated story, a folding and unfolding of the intricate layers of who I am and why I am this way. When I think about the long journey I took to get where I am today, I grieve for the unaffected, happy child that was lost in the sea of traumatic experiences, and am driven to uncover her again, to both continue my growth from where I am now, and to give her a chance to have all the experiences and growth she missed out on. But I’m getting ahead of myself. First, I need to make sense of my past.

 

Innocence

 

To get back to a time where I didn’t use my autistic masks, I have to think back, further back, even further back. 

I have to go back pretty far.

I think I was eight years old, the last time I truly felt free. I suppose I was lucky to make it that long.

I wasn’t born into a place of trauma. My very early years were happy and felt secure. I was unaffected by the world, unaffected by ridicule, bullying, and more subtle microaggressions. This was before I turned inward and stopped being my full self with most people. 

My life consisted of school and home, and lots of play. Most of my memories from school are of play, having recess and playing Four Square with my friends, climbing on the jungle gym, and so much jump rope. Home meant my mom, who was always my safe place, along with playing with the neighbor kids, dancing in the living room while my mom played piano, burning my hands making pull taffy in the kitchen, and eating sugar snap peas straight from the garden. My biggest tragedies were cutting off a bunch of my hair right before a friend’s birthday party, or the typical bickering with my sister.

I was very good at being in the moment, enjoying what I was doing, and not worrying about most things. I could feel pure joy when I would swing on the swings. Or play a game. Or hunker down in a pillow fort. I wasn’t as sensitive to the things going on around me, and if people thought I was weird, I didn’t notice or internalize it. You can get away with a lot as a small kid, though, so that might have been part of it.

I felt like my real self and hadn’t yet learned or been forced to hide who I was, editing my words and behavior for other people’s convenience or for my own safety.

There were a few seeds of change from those early years, though. I do have a few memories from my early childhood where I experienced that my needs were different from those of other people. But when those needs were called out or ignored by others, they didn't yet affect how I interacted with the world. They were the exception rather than the rule and were isolated incidents.

First, I remember an incident in school. It was probably Kindergarten. I had brought a stuffed Woodstock (from Peanuts) to school one day. I kept him on a dog’s leash, and I liked to swing him around at home. I swung him around in class that day, probably as a stim of some kind, and remember my teacher chastising me for doing that indoors, where I might hurt someone or break something. I felt very embarrassed for being called out in front of other students. I never brought Woodstock to school again.

Second was when my mom signed me up for swimming lessons. I was probably about seven. Our neighbor had a pool at their house, and their teenage daughter was giving lessons. Part of one lesson was to go underwater and open your eyes. I knew from experience that my eyes were really sensitive, and I didn’t want to do that. I also knew that water would end up going up my nose. No one told me about goggles or nose plugs, and it was required that all students open their eyes under water to be able to progress. I couldn’t. I wouldn’t. The whole experience was traumatic, and I cried a lot. I think that caused me to quit the class, and it would be several years before I ended up teaching myself to swim (badly). 

Third was probably my first indication (in hindsight) that things were changing for me. My school was having an art sale of sorts, and my mom and I were helping. I was wearing a pretty blouse that my mom had brought back from Colombia for me, where she was visiting my aunt, uncle, and cousins. A woman was photographing the event and wanted to take my photo. I didn’t want her to. I was shy and didn’t like to be the center of attention (not wanting to participate in Show and Tell at school had already taught me that). All of the adults were trying to talk me into letting her, but I cried and wouldn’t let them. Then a man took over as photographer and basically didn’t give me a choice, and I didn’t feel I could say no at that point. My needs were ignored, even though I was communicating them clearly (even if I wasn’t using full sentences to do so). I felt very exposed and a bit violated, and was quite upset that I was forced to do something I clearly wasn’t comfortable with. But I was a little kid, and I didn’t have the words to explain clearly and dispassionately. And people usually dismiss concerns brought up by little kids anyway. I think my mom was upset about me making a scene, but I don’t blame her; I’m sure she was in an awkward position too. 

Despite these isolated events, in between them I still felt safe and like I could be myself. 

 

Turning Inward

 

When I was eight years old, things shifted. A whole lot happened that year: we moved to a new state, I got glasses and a weird haircut, and I think I “came into my own” as an autistic kid, becoming more aware of how people perceived me. 

At school—from my peers, through bullying and othering and personal attacks—I was taught that who I really was wasn't acceptable. I got good grades and had curly hair, glasses, and teeth issues, and that was enough to be singled out. So, I retreated into myself, and only shared who I really was at home and with a friend or two (thank you, Sarah Miller, for being such a good friend for so many years).

Never along the way did I ever feel like part of a group. I always had a handful of usually individual friends, but never felt like part of something bigger while I was growing up. I was regularly excluded, often the last to be picked, even when I was good at something. I felt that I was on the outside, almost constantly. I wish I could go back in time and explain to Young Jenny just what was going on.

I spent much of my elementary school days dissociating, pretending like I wasn’t really there, while still trying to pay attention and do the schoolwork. Sometimes while having to sit in the same desk area as my bullies. (I looked one of them up on the internet a couple of years ago—he had become a lawyer, but his practices were so shady that he had to change his name and flee the country!) I reveled in tetherball at recess, where I was really skilled, but most of the time I envisioned myself in a little bubble to protect me from the hateful and hurtful words tossed at me, just for looking and acting differently. 

This continual abuse pushed me to be even more shy, even quieter, never asking questions in class even when I had them, never fully engaging with the material because I had to be on the lookout for external attacks. 

As I grew, I slowly learned to adapt and navigate the tricky world of the neurotypical. I’d long forgotten about some of the ways I used to be when I was younger because I’d found workarounds or just suppressed those parts of myself. My good grades and consistent friendships probably made teachers think that I was okay, if a bit quiet. (Almost every parent/teacher conference consisted of, “She’s doing great, with excellent grades, but I wish she’d participate in class more.”) But autism wasn’t something that many kids of my generation got diagnosed with, so I doubt my teachers were really looking for it. Frankly, I hadn’t even heard of autism until I was an adult.

As time went on, I learned adaptations and accommodations for myself the hard way. I had no one to compare notes with. A book I read described being autistic as going through life on hard mode. Society just wasn’t set up for people like me, but I still had to make my way through it and figure out how to survive, and to thrive if I could. In some ways I did thrive. In other ways, not so much.

I felt lost, like my brain didn’t work fully. I could do math quizzes in no time flat, but when it came to understanding how I felt or how I should respond to a situation, I was lost. I felt immobile. Cloudy. Like I couldn’t make sense of it. 

I kept turning inward, not reacting to the bullying, not responding, but keeping it all inside. Living in fear. Going through my day anyway. I don’t think I told my mom about the extent of the abuse I received at school. I don’t know why I didn’t tell her; maybe I didn’t think she could help.

Instead, I spent a lot of time in my own head, where it was safe. I kept a lot inside, kept a lot to myself. But my exuberant personality was permanently affected, with me no longer sharing it except when I felt completely safe. Which was rare. I learned to create concentric circles of people, knowing who was safe and who wasn’t, with only a select few in the inner circles. I should have been able to just be a kid.

I moved across the country again in junior high. At my new school, my peers kept up the constant abuse, keeping me from feeling safe expressing myself, to the point where I worked hard to muster up five outfits I knew wouldn't draw judgment or much attention. I wore those five outfits each week, keeping track of which day I wore which outfit, so I wouldn't repeat them too quickly. I wore clothes that reflected my own personal style and personality only on the weekends. I was otherwise too afraid of drawing attention to myself, too afraid of giving my bullies more ammunition for their attacks. 

High school was considerably better, going to a nerdy science and tech school where most other people were misfits in some way too. But we were still teenagers, and I still didn't feel safe to fully be myself. I always had friends, but it took a lot of work to make connections with people. I do have some amazing memories from my high school years, but if I’d felt saver there could have been so many more. 

In college, I felt like I lived in a bubble. I didn’t live on campus and was shy in all my classes, so I had no college-based friends. I just floated from one class to the other, no one knowing me, me not knowing anyone. 
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