[bookmark: _GoBack]In me contained all the ingredients for a perfect storm. It was just waiting to erupt and when it made landfall it turned my life around, backwards, and upside down. It took me down seemingly endless dark and scary alleys where death seemed like the only viable option. It tore my family apart, but it also brought them back together. I did revolting and hateful things during the storm. Things I never want to repeat. I became controlled by a life-threatening disease. My body began rotting from malnutrition and my mind was not my own. I was an insect caught in a spider’s web. No matter how hard I struggled to free myself I just became more entangled and more trapped and more fearful that the death spider would suck all life from me. 

The ED began in 2004 when I was 19. I had all the ingredients: a genetic predisposition, autism, sensory processing disorder, trauma, abuse, a victim of bullying. It finally erupted my second year of college as I was determined be the best soccer player that I could be. It has now been with me for over 15 years. I did receive some rather intense eating disorder treatment the first few years of the disease. However, it wasn’t unit later that I became what they call a “frequent flyer.” 

From 2009, after I accepted my first job as an occupational therapist, until late June of 2015 I spent more time in treatment centers and hospitals than out. I was one of those patients given several psychiatric diagnoses (most of which were false) and was labeled as “too sick” to recover. I eventually processed through most of the psychological factors that triggered the eating disordered behaviors. However, my maladaptive coping strategies remained for years afterwards.

Yes, many factors contributed to the development of my eating disorder; however, what fed the storm for well over a decade were the candid benefits it provided as a way to compensate for my autism and SPD. You see, my ed behaviors became a way for me to make sense of the world around me.

I had to learn to distinguish between the ED voice, physiological effects of malnutrition, and the autism and sensory processing difficulties. I had to learn to stay true to me. This meant questioning my actions, my thoughts, and my intentions with everything I did. But it also meant remaining steadfast in what I knew was authentic Kim and not the ED. Slowly, I began figuring things out. Slowly I began putting the puzzle pieces together. Despite this, I still remained a frequent flyer. Why? Part of it was that the autism can feed the ED and the ED can exacerbate my autism and sensory difficulties. It’s a tricky and vicious cycle. The other, and larger part, was that the healthcare system didn’t understand autism or SPD in adults. I would try to educate my service providers; however their lack of knowledge on the topic led to misconceptions, miscommunications, frustrations (for me and them), harsh labels, and false accusations.  

I began highlighting information in articles and books and would give them to staff to read, hoping that some understanding of autism and SPD would sink in. And sometimes it did, but more often than not it didn’t. One of the most confusing things for me is that during treatment I was being taught to assert myself and my needs; however, when I tried putting this into practice I was told I was wrong, defiant, rude, etc over and over and over. Every once in awhile though I came across a staff member that would try to understand me. These providers are the ones who have been my teachers and mentors throughout my recovery process. They advocated for me when no one listened. They bent the rules to accommodate my sensory needs. They told me I could recover when others said I could not. They held my hope and kept it safe when I felt hopeless, which was often. They never gave up on me.

I am asked frequently what helped me the most during my journey. Here is my reply….
 
The thing that has helped me the most is not tangible.  It's william and Frances and Dr Z. It's the few people who were willing to be with me in my world first instead of forcing me to be in theirs. I call them the people who sat on the ground with me, without judgement, without expectation, without agendas of what I should be doing or saying. What helped me most was knowing it was ok to be me. That I am not wrong or broken or defective. Having an Alli who let me know that I was just as valuable of a person as everyone else and that my differences are yes challenging sometimes but that they are also wonderful bc I am wonderful just like everyone else. We are different but the same we are all uniquely human.

I have come to understand how much the autism and SPD affect the eating disorder. I have learned that when I stop trying to fit in so much, when I listen to my body, and when I stop worrying so much what others think the eating disorder voices lessen and can go away. I get stuck when I can't meet my nutritional needs..which leads to malnutrition which makes everything more difficult. One of the tricks is to be ok with eating enough food, which I think is possible if I can keep myself regulated. You see when I experience info or sensory overload I have learned over many years to use numbers, exercise, and perseveration on food as a way to calm down,  a way to help me focus on one thing so I can function. Purging also has been used as a way to calm me down. The forceful repetitive nature of the behavior calms me and organizes my system. There are physiological aspects that go along with it like activating the reticular activating system, but I will not be too scientific right now!  
Another thing is that I have to be super aware of my sensory and executive functioning vulnerabilities, and be willing to utilize coping strategies.
You see, my body needs a lot of pressure and movement to help me think and to let me know where I am in time and space. So, I am naturally very wiggly and being still is hard. Because of this though it is often hard to give my body enough fuel. Also, it is challenging for me to read my body signals and I can easily, yet unintentionally, run myself sick or become overly fixated on a task and then forget to eat. This excess movement and forgetfulness is not eating disordered. No, rather it is because of my vestibular, proprioceptive and interoception difficulties. 
There are other things like eating enough variety, carrying out the steps needed to prep a meal, shopping for food, sitting down for a meal, going out to eat, etc that are all very hard for me. And, guess what? Most of these challenges are autism and sensory related, not eating disordered. 

Its tricky to figure out why I am doing certain behaviors, but its not impossible. And the funny thing is that if you ask me, I can tell you the reason why. You just have to be willing to listen, to really listen and I mean listen without any preconceived ideas behind why I may be doing a certain thing. 

I say the Ed was my "adult" way to manage my autism-as violent tantrums, screaming, jumping, twirling, rocking, flapping, etc are not acceptable "adult" behaviors, so focusing on my health seemed more socially acceptable. Plus, I played college soccer and, well, training a lot is what we did.  I became fixated and developed an unhealthy obsession on nutrition and soccer which eventually  led to unhealthy weight loss, a distorted body image, and a severe eating disorder.  As the Ed became my daily life I quickly learned how it's ritualistic and obsessive nature helped me complete everyday tasks...or so I thought.  It helped me until i became too malnourished... Well then it still helped me, but that help had a steep price. It was costing me my life. 
The past few years I’ve worked hard with my wonderful treatment team on developing healthy strategies to remain calm. We have also learned how it goes beyond the sensory stuff and includes learning how to complete tasks differently and learning how to communicate more effectively.  
Most importantly though I have learned that I do not need to hide myself, that I can be who I am and that people actually like who I am- quirks and all!!!  
I have learned it's ok to do things that are natural to me such as sit on my knees, squat on the floor, rock, flap my arms, pace, push against things, etc. These behaviors look weird when done by an adult, but if by doing them I am better able to organize my brain and thus able to figure out the steps involved to prep a meal and to eat it then fine. If I have to pace with my weighted blanket, spin in circles, jump, rock in a chair, do yoga poses, hum out loud, stand on my head, use my headphones, do self massage, curl up in a ball, etc in order to prevent my system from being overwhelmed and leading to hours and hours of exercise, purging, or the inability to eat, then ok, I accept that. I have to be ok with my natural self and I have to be ok with doing tasks a little differently and I have to be ok with giving my body/brain what it needs sensory wise in order for me to stop the Ed thoughts. I am continuing to move forward in my recovery and in my life! I want to help others and to make a positive impact on this world, but I know In order to do this I must continue to work on my Ed recovery to do this I must accept myself, even if that means I may be a little quirky and I may do things a little differently than you.


