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Don't want no penthouse, bathtub, streetcars, taxis

Noise in my ear

So no matter how they coax him

I'll stay right here


- Civilization 
(Bongo, Bongo, Bongo) 
The Andrews Sisters
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Thank you to Jennifer Jo Brout for our work together as advocates and for everything you taught me about misophonia. 

Thank you to Susan Nesbit for allowing me to use her sensory diet and explanation of Sensory Integration and Sensory Processing Disorder as part of this book. 

Thank you to my husband Preston Raymond and my mother and father Michelle and Roderick Hayes for all your support and understanding of misophonia—I know this is not easy for you.
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At nineteen years old, I lost my ability to fully take part in the world around me. Unlike common sensory impairments, I did not lose my ability to hear, smell, or see. Instead, I suffer from a condition that amplifies each of these. When I touch, when I look, I am feeling everything around me—and it does not feel pleasant. Imagine you are trapped with the same sound for hours. A slow torture will begin to encapsulate your body. For sufferers of misophonia, a strange yet real condition, this torture is immediate. From the drop of a fork, or the slight pitch of a whistle, we are derailed. 

Those that have not heard of misophonia are often surprised by the condition. Some are perplexed by its nature and have trouble believing that it is more than an annoyance. 

For sufferers of misophonia, we are confronted with an immediate fight/flight response to otherwise normal sounds and visuals. 

When I first discovered my condition, I went through many emotions. The first was relief that I was not crazy. This was quickly followed by dismay. While I did have a name for the disorder, there was no cure. Soon, my dismay turned to frustration. Information on my disorder, when available, was often wrong or even blatantly manipulative. Charlatans were capitalizing off Google, Wikipedia, and the editors at sites as big as WebMD were not paying attention to scientists. I spent the first year of this disorder wondering what would come of everything—if there was no cure and no one was paying attention, I did not know how I was supposed to keep going.

Advocating for an unknown condition is multifaceted. For some, my story has become a beacon, and my efforts are a force to be reckoned with. To many, I have become a symbol of hope. I often feel shame when I sit in my worst moments, void of promise and inspiration. While others look up to me, I spend many moments lost in my own dreariness. The truth is that I am uncomfortable with any idolization for my actions. I am an advocate not for notoriety, but for the ultimate end goal. I am an advocate because I hope for a world in which people like me can walk freely on the streets or have dinner in a restaurant.

While stigma is still a problem for many disorders, I have never had as hard of a time as I do with my disorder that is completely unknown. If I must explain my ADHD, Anxiety, or Depression to others, I can point them to research studies—to evidence and proof that these disorders are real. For misophonia, these studies are happening, but at a slow pace, and while there is no treatment, research has accumulated in the last six years.

I do not mind being an advocate for my disorder. It is invigorating to know that my day-to-day work may have an impact on my own life and that of current and future sufferers. However, that does not mean I am not tired. I am tired of typing and saying the same sentences over and over. I am tired of having to justify my disorder whenever I meet a new person. I am tired of explaining why I cannot go to restaurants, or why jingling keys, tapping hands, or whistling turn me into a nightmare—crying and all. 

When I first discovered what “misophonia” was, I had an entirely different story to tell. I was relieved there was a name. I was also scared that I had a disorder that seemed to be under-researched and would be at risk of being stigmatized. 

Most people that I have talked to with misophonia have been suffering since they were children. However, I am one of the late bloomers. Regardless of when it came to be, misophonia is an extremely isolating disorder. I was 16 when I showed my first symptoms, but they were not strong. It was not until 19 when the full force of misophonia hit me like a freight train. Since then, I have felt its wrath clasp around my throat, taking over several aspects of my life. My first blog post on misophonia was written before I even knew there was a name—before I had anything to go on. I remember writing in frustration, tears not far off, as I wondered why I was so messed up? Why, all of a sudden, I was having so much trouble with sights and sounds? When I first came across misophonia, I described it as ruining my life. I did not understand why, but these everyday movements and sounds were turning normal situations into a terrible prison.

I attributed my first triggers to an anxiety disorder as well as major depressive disorder. Small movements or rocking back and forth were enough to cause near panic attacks. If a desk was not sitting on the floor properly, I would lose it. If a classmate was making loud, distracting noises, I would complain to the teacher. It did not always get me far, but if they did not help, I would leave. I was not the most attentive student in high school.

On January 27th of 2014, I wrote a blog post expressing my confusion and rage regarding what I now know as misophonia. Please bear in mind that this was written before I had any idea about misophonia. The title was “I Do Not Know What To Do.” Below, it is recopied in full. 

When I first came to university, I did not remember why I had been so distracted and annoyed in high school. Homework is not hard; the reading is fine. What I cannot deal with is the burden that my anxiety can be in a classroom environment. Half of the time I have a scowl on my face in class and probably come off as a bit of a condescending witch. Whenever people whistle, click their pen, or shake their legs, it is extremely distracting for me and for a reason I cannot explain it sends me into a horrible state. Leg twitching in my peripheral vision has literally brought me to tears. I am so frustrated that I cannot just “get over it”. I understand restless leg syndrome is a real thing but so is the anxiety that I suffer every time I enter a classroom. I understand that it would be rude to approach somebody and ask them to please stop torturing me.

Instead, I often stew and try not to get upset, but instead I usually just end up irrationally angry. Oftentimes I can actually feel the vibrations on the floor from people shaking behind me, even if they are far away. A couple of weeks ago, I started hyperventilating when somebody was whistling. Why? The sharp noise was so unbearable to me. I honestly do not know what I am supposed to do about this. Breathing exercises, telling myself it is out of my control and “thinking positive” are hopeless. I do not want to constantly glare at my friends like they are the worst thing in the world just because they are shaking their feet. I am actually sorry it bugs me this much, but I cannot stop. Sometimes I find myself sitting in my room anxious about going to class just because of my triggers. I just feel alone in this and that I must sound ridiculous to others. Aside from hiding in my room wearing ear plugs and only ever communicating via Skype, I am unsure of a fix to this.

My first “real” trigger was whistling. I would go into a rage and nearly cry whenever I was faced with it. Some people would whistle on purpose, because they did not understand the severity of my reaction. I remember being upset for hours after this would happen, and that confused me significantly. Then, one day, my mother’s foot-shaking really started to bother me. Soon after, the sound of singing and country music really sent me over the edge. This caused many fights and much confusion. Why was I so intolerant? It made no sense to me.

While there are many common triggers that seem to arise in numerous people, not everybody has the same triggers. We are not all the same, so that makes it even harder to raise awareness. However, regardless of what a person is triggered by, we are still triggered, and it can be very disorienting. There is no logical reason to freak out—we can feel crazy, guilty, and downright ridiculous. It is full of fury. The simple clicking of a pen can feel like we are trapped in a cavern with a jackhammer. Melodrama aside, I believe that a good life is possible with misophonia and even more possible with the right coping skills. I am no longer afraid of misophonia, and I truly believe that there is much hope to be had!

The International Misophonia Foundation (IMF) is a project that is of great importance to me, Shaylynn Hayes-Raymond. As the co-founder of Misophonia International, and the remaining owner, I had questions about where my journey was going to lead following eight years of advocacy. I feel as though Misophonia International has provided valuable information over the past decade, and I am proud of the classes that I took part in running with Misophonia Education. Yet, I felt as though there was something more that could be achieved. As somebody who has misophonia, who has written about it, and who has dedicated all their time to the disorder, I knew there had to be something big for the next step...

Thus, The International Misophonia Foundation was formed alongside a wonderful initial board of directors. We are still in the process of beginning, but I am so happy to be on this journey. Over the past two years, I have been working on a counselling degree, and as I near the finish line on that project, I am happy that my work starting this nonprofit is going to coincide with clinical interests in misophonia. I know that there is a long road ahead, but I am excited for what is to come.

A main reason for my interest in creating the IMF is to have an organization that is conducting research and surveying the people who actually have misophonia. All too often, researchers do their initial research and forget to ask those who have the disorder. My goal for the IMF is to put people and families of those with misophonia ahead of all other goals—whether that is academic or clinical, we the people with misophonia should be front and center in alleviating our own suffering.
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Part 1: Psychoeducation 
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What is Misophonia?

“What is Misophonia?” is one of the most contentious questions that I have ever dealt with. If you ask some, it is a psychiatric condition where people are overreacting to stimuli. I do not believe this. For me, misophonia is atypical neurological processing of audial and visual information (Kumar et al., 2017). However, it remains a contentious question. The disorder continues to make people’s lives worse, and yet we cannot land on a definition of what it is exactly.

To me, misophonia is the worst thing that has ever happened to me. Misophonia is a condition which means that every part of my life is now a negotiation. From a purely emotional and life-based perspective, misophonia is a constant flux of negotiating triggers and the possibility of triggers. No amount of scientific debate takes away the fact that misophonia is something that causes great suffering and pain to those who have it. 

Scientifically, I believe that misophonia is a neurophysiological disorder where otherwise non-aversive stimuli cause a fight-flight-freeze reaction (Brout et al., 2018), yet that does not say very much when it comes to the everyday lives of those with misophonia. As scientists argue in academic articles about what part of the brain is impacted by misophonia and as they do treatment studies which turn out to have essentially placebo levels of treatment (and yet tote them as “helpful”), we are still here with this condition wondering... what exactly this condition is that is akin to our own personal hell. 

Research


What is Sensory Processing Disorder?




































Our Voices and Needs





The State of Misophonia Research



























Treating Misophonia














What is the Misophonia Matters Approach?



The Misophonia Matters Course of Action

	The use of an assessment tool for misophonia such as the Duke Misophonia Questionnaire to determine clinical implications of misophonia and level of impairment. 

	Psychoeducation resources and education for either the family or for the individual. This psychoeducation must include an explanation of the expected change and inform sufferers that they should not expect 100% mitigation of symptoms. 

	Goal-taking with the client to check in and see how they feel after learning. Guidance on the next steps of the therapy. Possible paths are likely to be followed in any order during the treatment progression but are likely to be used at some point. 

	Pathways: 	Advocacy and explanations. 

	Accommodations and negotiations which are focused on both self (client) and therapist (accessibility plans/etc.), and which are complemented by communication skills for situations with misophonia triggers (worksheets and homework).

	Sensory-based coping skills for the misophonic moment (worksheets and homework, can vary from therapist to therapist and from client to client). 

	Cognitive and psychological (including narrative) approach to self-dialogue of misophonia and what this means for the world.



	Measure seeing if there was change throughout this process such as using the Duke Misophonia Questionnaire or another measure once more. 

	Follow-up which specifically seeks sufferer perspectives and family perspectives on the experience.




Example Use of the Misophonia Matters Approach









Pathways and Overlap


Advocacy


Negotiations and Communication Skills



Sensory-Based Skills


Cognitive and Psychological Approaches



Misophonia Assessment 





Learning about Misophonia




Fight, Flight, Freeze



What is the Autonomic Nervous System?











What is Sensory-Regulation and Self-Regulation?



Coping with Misophonia 













Misophonia and Visual Triggers









	Two spaces instead of one after a period.

	Use of "u" "r" or "ur" instead of full words.

	You're/your used improperly.

	An overabundance of punctuation, especially "!"

	Legs and arms in places that are strange to me (one leg up, one leg down).

	Arms leaning across car doors.

	Untied shoelaces.

	Effects in video games.

	Bright lights.

	Pinwheels, windmills, and all other "rotating" circles.

	Bags (being swung on an arm).

	Anything flipping or breezing.

	Words used improperly.

	An improper ellipsis (more than three consecutive dots...).

	An overuse of ellipses.

	Chewing (the visual, no sound necessary; actually I am bothered more by the look than the sound).










The Eclectic Nature of Coping Skills
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