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Disclaimer

The information presented herein represents the views of the
author as of the date of publication. This book is presented for
informational purposes only. Due to the rate at which conditions
change, the author reserves the right to alter and update his
opinions at any time. While every attempt has been made to verify
the information in this book, the author does not assume any
responsibility for errors, inaccuracies, or omissions.

This book does not offer medical advice nor is it intended as a
substitute for the medical advice of a physician. The reader should
regularly consult a physician in matters relating to his/her health
and particularly with respect to any symptoms that may require
diagnosis or medical attention.

The names of clients who have provided testimonials have
been changed to protect their privacy.

Testimonials in this Book

All testimonials in this book about the results of misophonia
treatment of the Neural Repatterning Technique or testimonials
that state Tom or Tom Dozier are solicited testimonials. Unless
otherwise stated in the testimonial, the testimonials are of former
clients of Thomas (Tom) Dozier, with whom Tom worked
personally providing an applied behavior science treatment for
misophonia.
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1. The Misophonia Experience

My Introduction to Misophonia

Friday, August 31, 2012. | was working as a parent coach
when a mother contacted me asking for help with her difficult
daughter and the disruption she was causing in their family. She
explained the extreme behavior and her daughter’s unusual hatred
of the breathing and eating sounds of her parents. She said it was
called “misophonia” and there was no treatment for it. It was like a
lightbulb went on in my head. All of a sudden, my daughter’s
irrational complaining about my loud chewing made sense. My
daughter had misophonia also. She was now an adult with her own
children and one of them had misophonia also.

My retirement income supported me and | had extra time, so |
decided to investigate misophonia. My training as a behavior
scientist taught me that there were two general classes of human
behavior. The first is purposeful behavior — the things we do. The
second class of behavior is reflexes — all the things that our body
does automatically, including emotions. Misophonia was clearly an
emotional response, so | decided to apply my training to this new
and mysterious condition. | love a challenge, and this was
definitely a challenge. I love to help people, and this seemed like a
worthwhile way to help my family and others.

| am also a very tenacious and determined person. When | set
my mind to accomplish something, | stay focused and keep
moving forward, despite surprises and roadblocks. Understanding
misophonia has been an exciting challenge with many surprises
and roadblocks. It has also been technically challenging
developing methods to treat misophonia, including developing
smartphone apps, but the opportunity to help others has been very
rewarding. We have made great progress, but we still have much to
do.

It is my hope that this book will help you understand
misophonia. If you love someone with misophonia, | hope this
book will give you an appreciation of what your loved one is
experiencing. | also hope it will help you realize that misophonia is



a real condition and that the person can’t simply “snap out of it.” If
you have misophonia, you are not crazy, and you were not just
born this way. | hope this book will help you make immediate
changes that can reduce the agony and emotional upheaval of
misophonia, and that you will understand how you can start the
process of overcoming this condition. It took years to develop all
of your triggers, and it will take time to overcome them. | wish you
well in your new journey to overcome your misophonia. So let’s
get started.

Misophonia is a condition where a person has an extreme
emotional response to commonly occurring soft sounds or visual
images. These are called “triggers” because they trigger the
emotional response of anger and disgust. The anger may be any
form such as irritation, anger, hatred, or rage. Triggers also
demand your attention, and when they are happening, they prevent
you from thinking about anything else. If you’re reading this book
because you think you have misophonia, you’re probably thinking,
“How can little noises have such an overpowering negative effect
on me? How (and why) do such noises cause me to feel such
irrational anger or disgust, and a complete loss of control?”

If you’re reading the book because someone close to you has
misophonia, you have probably thought it inconceivable that the
misophonic person has such an extreme response to something as
harmless as the sound of a crunch from eating a chip or a sniffle.
This just doesn’t make sense. At least at some point, you probably
thought, this is all in their head. This can’t be real. But it is real —
very real. And it is likely more horrible than you can imagine.

In this book, I’ll present stories of real people with
misophonia. Some are my clients, and others are those | have met
along the way. Each gave their permission to have their story
included because they want to help others understand this
condition. I’ve changed their names for their privacy. Here are two
typical stories from people just like you who hope to find relief
from this debilitating condition.

Ryan’s Story

“I’ve dealt with misophonia since | was a child. | think it
started around the age of six or seven. My parents would raise their



voices when reprimanding me and | would quickly cover my ears
and beg them to stop yelling at me. They weren’t even close to
actually yelling at me, but on top of having this disorder, | also
have above average hearing. | hear one pitch above and one pitch
below the normal hearing range. This was medically proven by an
ear, nose and throat doctor | went to, but because my mother talked
through one of my hearing tests at the doctor, they thought I was
half deaf.

“I find my triggers have continued to grow over the years.
Chewing was really all that bothered me, but once | went to
college my triggers grew at a staggering rate. I’m now triggered by
any kind of chewing; even knowing someone is going to eat in the
same room as me makes me get up and leave before they start
eating because I have anxiety knowing what’s about to happen.
Birds chirping (this started during my freshmen year of college
because birds chirped nonstop outside of our dorm room window),
pens clicking, nails tapping, the text message clicking sound,
heavy breathing, noise through the wall of any kind, but especially
the bass in music or people’s voices, sniffling, someone clearing
their throat — the list goes on and on. Basically my misophonia has
gotten to the point that any sound, if repetitive, will make me freak
out. It’s like I’'m constantly alert and my ears are always searching
for trigger sounds, which is why I sleep with headphones and white
noise and a box fan on high every night.

“My friends and family have known something was up for so
long because the second | hear a trigger sound I turn and look at
them with this ‘if you don’t stop making that noise I will kill you’
look, and they instantly stop what they’re doing and apologize.
Their apology after they’ve stopped making a trigger sound makes
me feel bad because they shouldn’t have to apologize for doing
normal things like eating. Logically I know they shouldn’t have to
alter their behavior because they’re not doing it on purpose and the
sounds that bother me are normal everyday sounds, but in the
moment all I can think about is that sound, and if I can’t remove
myself — which | most often do — I will lose my mind and freak
out. For example, | used to live at college and I could hear my
neighbors through the wall of my room, and because I couldn’t get
away from it | flipped and started banging on the wall and
screaming at the top of my lungs, all while shaking with anger and
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rage flowing through my veins. Afterwards | felt stupid for
flipping out, but I couldn’t help it, I couldn’t get away from the
sound, and after about five minutes it feels like people are making
sounds to purposely piss me off. Needless to say my dorm director
called me a handful and I no longer live at college.

“Since finding misophoniainstitute.org (and
misophoniatreatment.com) and showing the research to my family,
they are much more understanding, my mother more than my
father (his chewing is my biggest trigger in the entire world — even
when he chews with his mouth closed — and he’s constantly biting
his nails or his lip or the skin inside his mouth). By the way,
Tourette syndrome runs in my family, and my sister and father
have it, so you can imagine how difficult it is to have misophonia
and live with people who can’t help but do things repetitively.
Basically I’ve come to the point that I spend the majority of my
time in my bedroom, alone. I don’t mind being alone, and frankly I
feel less on edge when I’m by myself because I know that I’m not
going to hear a trigger sound. On the other side of that coin is the
fact that I live with my family, but I rarely see them because I’'m
constantly in my room. Additionally, sudden loud sounds make me
jump out of my skin, so at this point being deaf seems like the only
way | would be able to spend time around other people.

“I would love to learn any tips or anything that may help me
and decrease my isolation. | love my family and | want to spend
time with them, but I find it impossible to do so0.”

Bill’s Story

“I feel like I know everyone else’s story by heart and can
relate to all. After a recent crisis and diagnosis, I’ve been
examining this (misophoniainstitute.org) and other sites like it.
Thank-you to all who have shared their stories. I’ve struggled with
the symptoms of this condition for as long as | can remember. The
first vivid memory | have is during a 2,600-mile-long family road
trip where | noticed my younger brother was breathing loudly. I
alerted my mother, who assured me he was OK. In a short time this
had escalated into yelling, and me positioning my head against the
window and my bicep in such a way that I couldn’t hear him.



“This scene played out over and over in my family.
Mealtimes were anxiety-provoking, and filled with anger, hurt
feelings, abandonment, and self-loathing. | rarely ate with my folks
and brother at mealtime. | rarely accompanied them on family
outings. Believing | liked nature, I remember searching for
secluded places outdoors. I wonder now if I wasn’t seeking some
relief. University was hell — sniffles, gum chewing/popping,
coughing, shuffling feet. Towards the end of my program I did not
go to class but studied on my own or with a close friend. Miso has
played a part in all my significant relationships, contributing to a
divorce.

“I developed an addiction at an early age but have been sober
for twenty-seven years (not always easy). It’s hard for me to
overlook how the possibility of using a substance to manage miso
could be problematic. I’m fifty-one years old now and feel like I’'m
starting something new again. As | said earlier, this diagnosis puts
my life in a new perspective. | had forgotten about the mealtime
anxieties and self-loathing, the look on my brother’s face when I’d
look at him in rage and hatred. | hated myself for this; no one
deserves those looks. | thought my mother hated me and regretted
my birth. I can’t ignore how difficult life with me must have been.
In the end | became a loner, finding it easier to be alone than with
others. There have been significant people in my life, but miso has
always surfaced.

“The aspect of this diagnosis that I find hopeful is how it may
just be legitimate. | say that with respect to all that believe its
legitimacy. I’ve spent my whole life being told and believing ‘it’s
all in my head’ or ‘just ignore it,” and believing that I was
fundamentally broken. I’m in a relationship now with a reasonably
understanding lady who says we can work this out. | hope we can,
because I’'m tired of believing I’'m broken.

“I want to acknowledge how difficult it is for those around
me and at the same time respect my struggles. I’ve never
considered that maybe there is a possibility that this thing is
beyond my control and that it is OK to ask for help. It sounds like a
fairytale... thinking I can ask for help. I’ve got a lot of respect for
all those who have put themselves on the line asking for help with
this from those around them.

“Thanks for giving me this opportunity to express this.”
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Misophonia Triggers

For a person who suffers with misophonia, his or her personal
triggers are a central fact of life. A trigger is a sound or sight that
causes a misophonic response. It may be a sound someone makes
when chewing, a slight pop of the lips when speaking, or a person
whistling. For a person with misophonia, a trigger causes an
involuntary reaction of irritation, and if the trigger continues, the
emotions quickly become extreme anger, rage, hatred, or disgust.
These emotions are jerked out of the person, and trying to stay
calm when being triggered is futile.

The immediate negative emotions to a trigger are the
hallmark of misophonia. Along with the emotions come
physiological (bodily) actions that go along with such emotions.
These include increased general muscle tension, increased heart
rate, sweating, and feelings of overwhelming distress. When the
trigger ceases, the emotional upheaval generally continues. Many
people continue to hear the sound in their mind and replay the
experience in their mind. While it may only take a few minutes for
a person to become extremely distraught from the triggers, it can
take hours for the person to calm down and resume normal life.

The impact of misophonia can vary from almost nothing to
debilitating. I met a man who has only one trigger, and it’s the
sound of a spoon stirring a glass of iced tea. The tinkle sound is
intolerable for him, but no one in his family drinks iced tea, so he
rarely hears that trigger. His misophonia has little to no impact on
his life. On the other hand, | met another person who also has only
one trigger, and it is ruining her life. Her trigger is the sound of
two or more women talking to each other. As a student in a mostly
female discipline, she is subjected to this trigger continually at
school, making her school experience hellacious.

Misdiagnoses

Many people with life-long misophonia have suffered
because of being misdiagnosed. Traditionally, because virtually no
one in the medical and psychological communities was aware of
misophonia, any examination of an individual with misophonia
resulted in a misdiagnosis. | asked members of an online



misophonia support group to tell me their diagnoses prior to
realizing they had misophonia. Here is a partial list: intermittent
explosive disorder, oppositional defiant disorder, mood disorder,
hyperacusis, ADD/ADHD, bipolar, paranoid personality disorder,
obsessive compulsive disorder, anxiety, autism, nervous disorder,
sensory processing disorder, phobia, typical mother-daughter
issues, migraines, seizures, PTSD, and depression. Because any
diagnosis without knowing about misophonia is a misdiagnosis,
the best answer any professional could have provided was, “I don’t
know.”

Additionally, many people have been told that there was
nothing wrong with them. They were told they just needed to get
on with their lives, or that they were spoiled brats, crazy, too
sensitive, a prima donna, never happy, stuck up, or hypersensitive.
Many were also told they needed to ignore the sounds or that it
was all in their head. Misophonia causes extreme negative
emotions and many individuals engage in inappropriate overt
behavior (actions) directed against people they dearly love. Both
the extreme emotions and actions cause high levels of guilt and
shame, which is only made worse if the person is told it is their
entire fault!

Here is a poem that expresses what it is like to have
misophonia.

“My Misophonia”
By Angela Muriel Inez Mackay

My misophonia is not a quirk.

It’s not what “makes her different”

It’s not something fresh air can fix, or a pill can subside.
My misophonia is not intolerance.

It’s not an excuse to be “bitchy,”

and it is most certainly NOT that time of the month.

These tears are not from sadness.

They are from anger, and being overwhelmed.
They’re from the fear that it will be too much.
That it will push you away.



| do not wear headphones in defiance,
or in disrespect to your words.
| wear headphones for an ironic sense of quiet.

“It’s not you, it’s me” is my motto.

It’s what I repeat in my head while you chew,
Each bite slicing into my ears like knives,
Each scrape of the fork a flinch of my finger,
Each crumple of the bag a cringe.

It kills me when you take joy in my pain,
Your gum mocks me,

And instead of an apology, you say,
“It’s just a sound!”

To you, it IS just a sound.
But to me, it’s my worst nightmare.

To me,

It’s what makes me avoid people,

Avoid plans,

Avoid “grabbing a bite to eat” with friends.

It’s what makes me want to stay home,
It’s what makes me question why I even bother.

My misophonia is what fills me with fear
Every single day,

That | will be too much to handle,

That I’m too touchy,

That I’'m too “intolerant”,

My misophonia is part of me,

And I’'m sorry.

I’m sorry for every glare,

Every cringe,

Every snappy word.

I’'m sorry,
| have misophonia.



“What is Misophonia?”

Written by Dr. Marsha Johnson, Audiologist, in her 20th year
of providing clinical services to this population. Dr. Johnson is a
co-founder of the Misophonia Association. (As discussed in the
next chapter, Dr. Johnson was the first to identify misophonia as a
distinct disorder.)

“Interviewers and researchers often ask, what is
Misophonia?

“An official, medical association sanctioned definition is
yet missing, but in the meantime, this is what | think.

“Misophonia is a thief, a monster, a silent and invisible
hunter of the most vulnerable of our society — children.
Misophonia picks its targets with intention, with sudden onset
in many cases, before the victim has the cognitive or
emotional capacity to recognize its intrusion — they suffer its
effects. Misophonia is merciless, it attacks the most important
human relationships we ever know, that between parent and
child, between spouses, between brothers and sisters, between
work colleagues. It forces its way into these close bonds and
shreds them, snarls them, cuts them apart, and does not have a
single regret.

“Misophonia is elusive, tricky, sophisticated and shifty.
It cannot be seen with any diagnostic tool. It cannot be
tracked into its hideous lair. It cannot be found in any
particular tissue or bloodstream or organ. It spreads like a bad
stink into every part of life and yet, cannot be grasped or
photographed or measured. Misophonia can pass through
generations, skipping at times, but spreading over time to the
point where even non-affected family members or close
friends, become infected to a certain degree with decreased
sound tolerance.

“Misophonia is unreasonable, heartbreaking, vicious and
driven. Despite heroic human hearts, full of resolve and
fortitude, support and determination, it brings grown men to
their knees, sends grown women hiding in back rooms,
provokes children to defiantly scream their outrage and
frustration, and drives family members to the end of their



own ropes of tolerance and patience. Misophonia is unfair. It
unceasingly picks at life and changes without reason. It
asserts itself into occupational, school, and family settings. It
will not play by the rules — there are no rules, and if there
were, it would just cheat and change them all the time.

“Misophonia is everywhere, found in every culture,
every people group, in every continent, every place where
people live. It has been around for some time, unrecognized
until the age of the internet and worldwide communication
and sharing outed it from its deepest hiding spaces.
Misophonia is unkind. It is unfair and unwilling to
compromise. It is a bully — a seriously wicked condition that
forces its chosen to feel unworthy, defective, unhappy,
mentally ill, unreasonable, and sad. Too many times
Misophonia forces its members to think and say, “Something
is seriously wrong with me and I should be able to deal with
this, and yet | cannot, so something is seriously wrong with
me” (repeat). The most common words on the lips of those
who have Misophonia who find out about it for the first time,
as a name for their symptoms, their feelings, their reactions,
their state of mind, their inability to cope with breathing,
sniffing, chewing, clicking, speaking and other noises, is, “I
Thought I Was Crazy,” then often, tears. As the thoughts now
become, | am not crazy, this is real.

“Because Misophonia, whatever you are, wherever you
are, you cannot have that. You cannot be that which makes
one feel crazy, isolated, misunderstood, alone, apart or weird.
We will not allow you to force these names onto these
beloved and cherished human beings! And we are hunting
you.

“We hunt you with as many weapons at hand as possible
— sophisticated imaging machinery, genetic studies,
psychological interviews and experiments, counseling and
auditory applications. We hunt you and we will not stop until
we drive you out of the thick jungle of tangles you hide in.
Like all great scientific endeavors in the past, we will never
give up. We walked on the moon and soon will be on Mars.
You are nothing compared to the great acts that humankind
has achieved, and we promise, we will hunt you down and
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tear away your camouflage until we see you, naked and
tender, and so clear in our sights. And then we will simply
destroy you. There is no alternative. Keeping in mind the
streaming tears down young cheeks who suffer, on older
cheeks who mourn, we hold this promise tightly. We are
coming, Misophonia. We are strong, we are relentless, and
we have created an army of hunters. You can count on it.”
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2. Diagnosing Misophonia

Misophonia is an extreme emotional reaction to typically
occurring sounds. “Miso” means dislike or hatred, “phonia” means
sounds, so “misophonia” means ‘’a dislike or hatred of sounds.”
This rather broad name was given to the disorder in 2001 by Drs.
Pawel and Margaret Jastreboff.! | say “broad” because it’s not
about hating sounds in general; it’s about hating only specific
sounds. We call these trigger sounds. Additionally, the “hatred” of
trigger sounds applies more to your involuntary response to a
sound than your feelings about that sound.

This condition is also known as selective sound sensitivity
syndrome, or 4S. This is the name given to this condition by
audiologist Marsha Johnson, who first identified this condition in
1997.2 This is really a better name for the condition because there
are specific and selective sounds to which the person is extremely
sensitive. However, misophonia is the more popular name for this
condition now, and it also includes visual triggers.®

| have proposed that an even better name for this condition is
Conditioned Aversive Reflex Disorder or CARD, which 1 will
explain in a later chapter.

To define misophonia, let’s first describe what misophonia is
not.

Misophonia is not a sensitivity to the volume of the sound or
to how loud the sound is. That’s hyperacusis. Hyperacusis can
either continue from childhood or develop in adulthood. It can be
tested by an audiologist by measuring the volume at which sound
becomes painful. There are specific treatments that have been
shown to reduce hyperacusis.

It’s not a fear of a sound; that’s phonophobia. This is a
condition in which fear is the dominant emotion. It includes the
fear response from hearing a sound and the fear of being in a
situation where a loud or specific sound may occur. This seems
fairly common in children, such as when a child is scared by the
toilet or the vacuum cleaner sound. A fear of sounds or a fear
response to the sound is not misophonia, usually. I say “usually”
because there are some individuals with misophonia that feel fear
as part of their emotional response to triggers. Some feel fear as an
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immediate response to the trigger, and others experience a fear of
more triggers occurring, similar to anxiety about possibly hearing
more triggers. But misophonia will also include a strong anger or
disgust response that accompanies the fear, and it will generally be
in response to specific soft sounds which makes it distinct from
phonophobia.

Sensory Processing Disorder (SPD) can cause an intolerance
of loud sounds. SPD is a condition where a person has significant
problems with multiple forms of sensory input such as touch, taste,
smell, sight, and sounds. SPD is a general heightened sensitivity to
sensory stimulation. It is not the same as misophonia, and it is not
related to misophonia.* A person with SPD may appear to have
hyperacusis or phonophobia because of the way he or she reacts to
sounds.

Misophonia is not being irritated or upset by a continuous,
loud, intrusive, or an irritating sound. There are people who, when
they are in a situation where there’s a repeating sound, become
very upset. The sound can be soft but continuous, such as traffic
noise heard inside their home. These people are generally
considered a highly sensitive person (HSP). Their level of
tolerance for these obnoxious or irritating situations is not as high
as with most other people. And so they get upset. For example, a
person living near an airport says that they have an extreme
emotional reaction to the sound of airplanes flying over. This may
or may not be misophonia. Misophonia is being upset (triggered)
by a single occurrence of the trigger. Suppose they are not upset
by the sound of a single airplane, but are upset by the first airplane
in the morning, knowing that many more will follow. This is more
likely to be a case of HSP than misophonia; they are upset because
they know they will be hearing airplanes all day long. And the
airplane noise is going to be intrusive and irritating. This person
may be very, very, very distressed by the noise, and the extreme
emotions may be identical to the emotions from misophonia. The
level of distress does not determine whether a person does or does
not have misophonia. The determining factor for misophonia is
that a person triggers — has an immediate response of irritation or
disgust — to a single instance of the trigger stimulus.

A person who is highly sensitive can also have misophonia.
There may be certain sounds to which they are sensitive to because
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they are irritating sounds, but there are other sounds that are
misophonic triggers.

Finally, misophonia is not reaction to a sound like fingernails
on the chalkboard, a baby crying, a knife on a bottle, a disc
grinder, or a female scream. It is common to be irritated by these
sounds. They are some of the top ten most irritating sounds. It
seems that we are genetically wired to respond to these sounds
because they are similar in frequency to a baby crying — a sound
which should make us take action.

With misophonia there is an immediate reaction to the trigger
stimulus. The trigger stimulus generally takes the form of sounds
or sights, and the stimulus causes an immediate and involuntary
response. It’s a response that is jerked out of the person.

The triggers are generally soft sounds or common sights. If
you don’t have misophonia or if it’s not a trigger sound you may
not even hear the sound; but for a person with misophonia, when
someone across the room makes a trigger sound, such as popping
their gum, they are going to hear it and feel it. This is common
with a misophonia trigger.

There are also strong emotions with misophonia, the most
universal being hate, anger, rage, disgust, resentment, and being
offended. People with misophonia want to get away from the
sound or make it stop, and in many cases they are thinking of a
verbal or a physical assault on the other person. Although it is
extreme to think about physically hurting someone because of a
sound they are making, rarely do people with misophonia act out
on these impulses.

How to Determine if You Have Misophonia

Suppose a person is triggered by a baby crying. This could be
misophonia, but maybe not. The way to tell is to perform two tests.
The general principle is that we need to rule out that the person is
responding to the volume of the trigger or to the meaning of the
trigger — in this case, a baby in distress. Both of these can be tested
using a recorded trigger. First, test to see if the person is triggered
by a low volume cry. The crying needs to be a real trigger with the
volume reduced by distance or by playing the recorded crying at
lower volumes. If the person is triggered regardless of volume, it is
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probably misophonia. Next see if the person is upset by the
meaning of the trigger by making it obvious that you are using a
recording. Because it is a recording, there is no baby in distress
who needs to be helped, and the person knows the baby is not in
distress. If the person is triggered to a soft sound (low volume
crying) where the meaning (baby in distress) is not a factor, then
the person has misophonia.

A person has misophonia if they have at least one trigger that
creates the extreme emotional response in one setting. Of course, a
clinical definition of misophonia will take into account the impact
of the triggers on a person’s life, but such a level has not been
specified by the Diagnostic and Statistical Manual of Mental
Disorders (DSM) which is used by psychologists and psychiatrists,
or the International Statistical Classification of Diseases and
Related Health Problems (ICD) which is used by health care
providers.

Proposed Diagnostic Criteria for Misophonia

In 2013 by Arjun Schroder and associates at the University of
Amsterdam proposed diagnostic criteria for misophonia which
only considered auditory triggers.® Recent research supports
revising those criteria to include other sensory modalities (sight,
vibration, smell, etc.) along with the nature of the misophonic
response. The directors of the Misophonia Institute (Michelle
Lopez, Chris Pearson, and Thomas Dozier) proposed revised
diagnostic criteria for misophonia.® The criteria include the
preceding information in a format suitable for professionals. If you
would like to read it, it is included as Appendix A.

Rating the Severity of Misophonia

There are three surveys | use to rate the severity of
misophonia. These are the Misophonia Activation Scale, the
Amsterdam Misophonia Scale, and the Misophonia Assessment
Questionnaire. The Misophonia Activation Scale was developed by
Misophonia-UK.org and is the simplest of the three. There is a
fourth scale, the Misophonia Questionnaire’, which 1 will include
below, but I do not have experience with it. All of these surveys
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have instances where the triggers are referred to as “sounds” or
“sound problem” or other words implying auditory triggers. In all
cases, you should complete the survey considering all of your
triggers, without concern whether they are auditory, visual, tactile,
vibration, or any other type.

Misophonia Activation Scale (MAS-1)

Please select the level that best describes what you experience.

Level 0: Person with misophonia hears a known trigger sound but
feels no discomfort.

Level 1: Person with misophonia is aware of the presence of a
known trigger person but feels no, or minimal, anticipatory
anxiety.

Level 2: Known trigger sound elicits minimal psychic discomfort,
irritation or annoyance. No symptoms of panic or fight or flight
response.

Level 3: Person with misophonia feels increasing levels of psychic
discomfort but does not engage in any physical response. Sufferer
may be hyper-vigilant to audio-visual stimuli.

Level 4: Person with misophonia engages in a minimal physical
response - non-confrontational coping behaviors, such as asking
the trigger person to stop making the noise, discreetly covering one
ear, or by calmly moving away from the noise. No panic or flight
or flight symptoms exhibited.

Level 5: Person with misophonia adopts more confrontational
coping mechanisms, such as overtly covering their ears, mimicking
the trigger person, engaging in other echolalia, or displaying overt
irritation.

Level 6: Person with misophonia experiences substantial psychic
discomfort. Symptoms of panic, and a fight or flight response,
begin to engage.
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Level 7: Person with misophonia experiences substantial psychic
discomfort. Increasing wuse (louder, more frequent) of
confrontational coping mechanisms. There may be unwanted
sexual arousal. Sufferer may re-imagine the trigger sound and
visual cues over and over again, sometimes for weeks, months or
even years after the event.

Level 8: Person with misophonia experiences substantial psychic
discomfort. Some violence ideation.

Level 9: Panic/rage reaction in full swing. Conscious decision not
to use violence on trigger person. Actual flight from vicinity of
noise and/or use of physical violence on an inanimate object.
Panic, anger or severe irritation may be manifest in sufferer's
demeanor.

Level 10: Actual use of physical violence on a person or animal
(e.g., a household pet). Violence may be inflicted on self (self-
harming).

Unwanted sexual arousal can occur with an intense
misophonic response, as listed at level seven, but only one of my
clients has ever mentioned this. | had several clients who reported
an unpleasant sexual response reflex occurring at all levels of
misophonia severity. This is explained later, but for now, | suggest
you do not consider sexual arousal as a primary factor in
determining your misophonia severity. Virtually everyone with
misophonia has wide variation in their response to triggers based
on the situation, the trigger, and how long it continues. | suggest
you rate yourself at the highest level you experience in a typical
week.

Amsterdam Misophonia Scale (A-MISO-S)

The Amsterdam Misophonia Scale (A-MISO-S) is an
adaptation of the Yale-Brown Obsessive-Compulsive Scale (Y-
BOCS) and was developed by researchers in Amsterdam.® The
severity of your misophonia is determined by the sum of the points
from these questions.
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AMSTERDAM MISOPHONIA  SCALE: Rate  the
characteristics of each item during the prior week up until and
including the time you fill out this survey. Scores should reflect
the average (mean) occurrence of each item for the entire
week.

Q1. How much of your time is occupied by misophonic
triggers? How frequently do the (thoughts about the) misophonic
triggers occur?

0: None

1: Mild - less than 1 hr/day, or occasional (thoughts about) triggers
(no more than 5 times a day)

2: Moderate - 1 to 3 hrs/day, or frequent (thoughts about) triggers
(no more than 8 times a day, most of the hours are unaffected).

3: Severe - greater than 3 hrs and up to 8 hrs/day or very frequent
(thoughts about) triggers.

4: Extreme - greater than 8 hrs/day or near constant (thoughts
about) triggers.

Q2. How much do these misophonic triggers interfere with
your social, work or role functioning? (Is there anything that you
don’t do because of them? If currently not working, determine how
much performance would be affected if you were employed.)

0: None

1: Mild - slight interference with social or occupational/school
activities, but overall performance not impaired.

2: Moderate - definite interference with social or occupational
performance, but still manageable.

3: Severe - causes substantial impairment in social or occupational
performance.

4: Extreme - incapacitating.
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Q3. How much distress do the misophonic triggers cause you?
(In most cases, distress is equated with irritation, anger, or disgust.
Only rate the emotion that seems triggered by misophonic triggers,
not generalized irritation or irritation associated with other
conditions.)

0: None
1: Mild - occasional irritation/distress.

2: Moderate - disturbing irritation / anger / disgust, but still
manageable.

3: Severe - very disturbing irritation/anger/disgust.
4: Extreme - near constant and disturbing anger/disgust.

Q4. How much effort do you make to resist the (thoughts about
the) misophonic triggers? (How often do you try to disregard or
turn your attention away from these triggers? Only rate effort made
to resist, not success or failure in actually controlling the thought
or sound.)

0: Makes an effort to always resist, or symptoms so minimal,
doesn’t need to actively resist.

1: Tries to resist most of the time.
2: Makes some effort to resist.

3: Yields to all (thoughts about) misophonic triggers without
attempting to control them, but does so with some reluctance.

4: Completely and willing yields to all obsessions.

Q5. How much control do you have over your thoughts about
the misophonic triggers? How successful are you in stopping or
diverting your thinking about the misophonic triggers? Can you
dismiss them?

0: Complete control.

1: Much control - usually able to stop or divert thoughts about
misophonic triggers.

2: Moderate control - sometimes able to stop or divert thoughts
about misophonic triggers.
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3: Little control - rarely successful in stopping or dismissing
thoughts about misophonic triggers, can only divert attention with
difficulty.

4: No control - experience thoughts as completely involuntary,
rarely able to alter thinking about misophonic triggers.

Q6. Have you been avoiding doing anything, going any place,
or being with anyone because of your misophonia? (How much
do you avoid, for example, by using other loud sounds, such as
music?)

0: No deliberate avoidance.

1: Mild, minimal avoidance. Less than an hrs/day or occasional
avoidance.

2: Moderate, some avoidance. 1 to 3 hrs/day or frequent
avoidance.

3: Severe, much avoidance. Greater than 3 up to 8 hrs/day.
Very frequent avoidance.

4: Extreme very extensive avoidance. Greater than 8 hr/day.
Doing almost everything you can to avoid triggering symptoms.

Finally:

What would be the worst thing that could happen to you if you
were not able to avoid the misophonic triggers?

Describe:

The sum score of these questions determines the severity rating as
follows:

— 0-4: Subclinical (meaning you do not need treatment)
—5-9: Mild

— 10-14: Moderate

—15-19: Severe

— 20-24: Extreme
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Misophonia Assessment Questionnaire

Marsha Johnson developed a survey for use with her clients.
It’s called the Misophonia Assessment Questionnaire. The survey
consists of 21 questions that are scored from 0 to 3 points based on
how often the item applies to you. The severity of your misophonia
is determined by the sum of the points from these questions.

When the survey says “sound issues” think “misophonia
issues” because misophonia includes your response to any type of
sensory input — sound, visual, vibration, smell, etc.

MISOPHONIA ASSESSMENT QUESTIONNAIRE

RATING SCALE:

0 =not at all, 1 = a little of the time, 2 = a good deal of the time, 3 = | Score
almost all the time

1. My sound issues currently make me unhappy

2. My sound issues currently create problems for me.

3. My sound issues have recently made me feel angry.

4. | feel that no one understands my problems with certain
sounds.

5. My sound issues do not seem to have a known cause.

6. My sound issues currently make me feel helpless.

7. My sound issues currently interfere with my social life.

8. My sound issues currently make me feel isolated.

9. My sound issues have recently created problems for me
in groups.

10. My sound issues negatively affect my work/school life
(currently or recently).

11. My sound issues currently make me feel frustrated.

12. My sound issues currently impact my entire life
negatively.

13. My sound issues have recently made me feel guilty.

14. My sound issues are classified as “crazy.”

15. | feel that no one can help me with my sound issues.

16. My sound issues currently make me feel hopeless.

17. | feel that my sound issues will only get worse with
time.
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18. My sound issues currently impact my family
relationships.

19. My sound issues have recently affected my ability to
be with other people.

20. My sound issues have not been recognized as
legitimate.

21. 1 am worried that my whole life will be affected by
sound issues.

Sum Score

Dr. Johnson divided the scale into thirds. The lower third (O-
21) is mild. The middle third (22-42) is moderate, and the upper
third (43-63) is severe.® You can take this survey and rate your
misophonia. It would seem to make more sense to divide the scale
into five zones, like the A-MISO-S survey. With five zones, the
ratings would be

— 0-11: Subclinical (meaning you do not need treatment)
—12-24: Mild

— 25-37: Moderate

— 38-50: Severe

—51-63: Extreme

Misophonia Questionnaire (MQ)

The Misophonia Questionnaire was developed for a study at
the University of South Florida, and it was also used in a recent
doctoral dissertation'?. The study considered a score of 7 or higher
on the misophonia severity scale (part 3, 1-15 rating) to be
“clinically significant.” This means that misophonia created a
serious problem in their life that warranted seeking treatment.
Adding the score of all 20 questions provides an overall measure
of misophonia severity.

Part 1. Misophonia Symptom Scale
Directions: Please rate how much the following statements

describe you on a scale from 0 to 4.
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0: Not at all True
1: Rarely True

2: Sometimes True
3: Often True

4: Always True

In comparison to other people, I am sensitive to the sound of:

1.

w N

~N

People eating (e.g. chewing, swallowing, lips smacking,
slurping, etc.).

. Repetitive tapping (e.g. pen on table, foot on floor, etc.).
. Rustling (e.g. plastic, paper, etc.).
. People making nasal sounds (e.g. inhale, exhale, sniffing,

etc.).

. People making throat sounds (e.g. throat-clearing, coughing,

etc.).

. Certain consonants and/or vowels (e.g. “k” sounds, etc.).

Environmental sounds (e.g. clock ticking, refrigerator
humming, etc.).

. Other:

Part2. Misophonia Emotions and Behaviors Scale

Directions: If any of the aforementioned statements were

given a value of “1 — Rarely True” or higher, please continue onto
the following section and rate how often the subsequent statements
occur, 0 being “Never” and 4 being “Always.”

0: Never

1: Rarely

2: Sometimes
3: Often

4: Always

Once you are aware of the sound(s), because of the sound(s),

how often do you:
1. Leave the environment to a place where the sound(s) cannot

be heard anymore?

2. Actively avoid certain situations, places, things, and/or

people in anticipation of the sound(s)?

3. Cover your ears?
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. Become anxious or distressed?
. Become sad or depressed?
. Become annoyed?
. Have violent thoughts?
. Become angry?

. Become physically aggressive?
10. Become verbally aggressive?
11. Other:

© 0o ~NOo O~

Part 3. Misophonia Severity Scale

Directions: Please rate the severity of your sound sensitivity
on the following scale from 1 (minimal) to 15 (very severe). Please
consider the number of sounds that you are sensitive to, the degree
of distress, and the impairment in your life due to your sound
sensitivities.

____Ifyou do not have any sound sensitivities, please check here.

1-3: Minimal within range of normal or very mild sound
sensitivities. | spend little time resisting or being affected by my
sound sensitivities. Almost no or no interference in daily
activity.

4-6: Mild sound sensitivities. Mild sound sensitivities that are
noticeable to me and to an observer, cause mild interference in
my life and which I may resist or be affected for a minimal
period of time. Easily tolerated by others.

7-9: Moderate sound sensitivities. Sounds sensitivities that cause
significant interference in my life and which | spend a great deal
of conscious energy resisting or being affected by. Require
some help from others to function in daily activity.

10-12: Severe sound sensitivities. Sound sensitivities that are
crippling to me, interfering so that daily activity is “an active
struggle.” I may spend full time resisting my sound sensitivities
or being affected by them. Require much help from others to
function.

13-15: Very severe sound sensitivities. Sound sensitivities that
completely cripple me so that | require close supervision over
eating, sleeping, and so forth. It is hard to function on a day-to-
day basis because of this.
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Misophonia Impact Survey (MIS)

1. Rate how misophonia has interfered with family life in the past

two weeks. (If you have avoided these activities because of

misophonia, include that factor in your rating.)

None Mildly ~ Moderately ~ Severely  Extremely N/A
o 1 2 3 4 5 6 7 8 9 10 N/A

2. Rate how misophonia has interfered with intimate relationships

in the past 2 weeks. (If you have avoided this because of

misophonia, include that factor in your rating.)

None Mildly  Moderately ~ Severely  Extremely N/A
o 1 234 5 6 7 8 9 10 N/A

3. Rate how misophonia has interfered with your social life and
leisure activities with others in the past 2 weeks. (If you avoid
these activities because of misophonia include that factor in your

rating.)
None Mildly  Moderately  Severely  Extremely N/A
0 1 23 4 5 6 7 8 9 10 N/A

4. Rate how misophonia has interfered with your work / school

work, including unpaid volunteer work, training, or similar

activities in the past 2 weeks. (If you avoid these activities because

of misophonia include that factor in your rating.)

None Mildly  Moderately  Severely  Extremely N/A
o 1 2 34 5 6 7 8 9 10 N/A

5. Rate how misophonia has interfered with your individual
activities and alone time in the past 2 weeks. (If you avoid certain
activities because of misophonia include that factor in your rating.)
None Mildly  Moderately ~ Severely  Extremely N/A
o 1 2 34 5 6 7 8 9 10 N/A

Add all the numbers on the Misophonia Impact Survey and that is
your total misophonia impact score.
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These assessments can be a valuable way to track the
progress of your misophonia over time. Because change in
misophonia symptoms is often slow (whether increasing or
decreasing in severity) and treatment programs can take six months
or more, it can be beneficial to fill out these forms regularly to
track your progress when you are engaged in a treatment program.
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3. Triggers, Triggers, and More Triggers

Misophonia triggers generally start with a familiar person and
a familiar sound. It is something in the person’s life. I conducted a
survey of individuals with misophonia in 2013 in which two-thirds
said their worst trigger was an eating/chewing sound, and 10%
were breathing sounds. The remaining 25% had a variety of “worst
triggers” including bass through walls, a dog barking, coughing,
clicking sounds, whistling, parents talking, sibilance (the sound
produced when saying words such as sun or chip), and someone
typing on a keyboard. This is by no means a complete list of
triggers. In fact, it is virtually impossible to make a complete list
because a trigger can be virtually any repeating sound or sight.
Although much less common, triggers can also be touch, smell,
and vibrations.

Triggers are sounds we hear in everyday life. Eating sounds
and dinner table sounds are very common in our lives, and are the
most common triggers for misophonia. The second most common
triggers are breathing or nose sounds, such as nose whistles, heavy
breathing, sighing, snoring, and anything associated with
breathing. In a large survey | ran last year, 94% reported
eating/chewing sound triggers, but really, any repeating sound can
be a trigger. The list of known triggers is like the list of all
repeating sounds in the world.

It’s not that these sounds become triggers because of the
sound itself. They become triggers because the person hears the
sound in a specific situation and they develop a misophonic
response to that sound.

As mentioned, we find that triggers start with one sound or
one person making a particular noise, and then the trigger spreads
to similar sounds, other places, anyone making the already
offensive sound, and sights associated with those sounds. So with
time these triggers spread and spread. We will cover this in detail
in the chapter on Developing New Triggers.

Misophonia can start with a visual trigger, but this is rare. In
fact, | have only talked to one person whose misophonia started
with a visual trigger — a friend picking at their cuticles. In a 2015
survey of 1,067 people, only nine had misophonia start with a
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visual trigger, such as foot wiggling, leg bouncing, hair twirling,
and leg crossing. That is less than 1%. Generally misophonia starts
with an auditory trigger, and then visual images that occur
immediately before the trigger become visual triggers. For
example, if | trigger to chewing, then seeing someone put food into
their mouth could become a trigger. | could also develop a trigger
to seeing someone bring food toward their mouth or to picking up
a potato chip.

Images that occur with the trigger can also become trigger
stimuli. For example, jaw movement associated with chewing is
commonly reported as a visual trigger by someone who triggers to
gum popping.

It is probably possible for visual triggers to develop to images
that occur in the same general time of auditory triggers. For
example, if a person is triggered by eating sounds, specific voice
sounds may be noticed at mealtime, and because the person is
being triggered by eating sounds, the voice sounds could become
triggers. We also find that repetitive movements such as leg
jiggling or hair twirling are common trigger stimuli, but it’s not
clear why. 1 had a client suggest it was because it was a nervous
behavior, but I don’t have any data on this.

The next table shows the common misophonic auditory
triggers with the percentage of participants who had one or more
triggers in that category. The data is from a survey | took in 2015
with over 1,000 participants. Participants were recruited from
misophonia Facebook groups, Yahoo groups, and individuals
subscribed to my misophonia newsletter. Most of these individuals
have misophonia that is sufficiently severe to cause their
participation in these groups.
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Sound (Auditory) Triggers:

Sounds of people eating — all forms of chewing,

crunching, smacking, swallowing, talking with food in 94%
mouth, etc.
Sounds made at the table — fork on plate, fork scraping 63%
teeth, spoon on bowl, clinking of glasses, etc. 0
Sounds of people drinking — sipping, slurping, saying “ah” 78
after a drink, swallowing, breathing after a drink, etc. 0
Other mouth sounds — sucking teeth, lip popping, Kissing,

. . 76%
flossing, brushing teeth, etc.
Sounds associated with eating — opening chip bags, water 550

bottle crinkling, setting a cup down, etc.

Breathing sounds — sniffling, snorting, nasally breathing,
regular breathing, snoring, nose whistle, yawing, 82%
coughing, throat clearing, hiccups, etc.

Home sounds of people — voices/TV/music/bass through
walls, door slamming, nail clipping, foot shuffling, flip
flops, heavy footsteps, walking of people upstairs, joint
cracking, scratching, baby crying, bouncing ball, etc.

65%

Work/school sounds — typing, mouse clicks, page flipping,
pencil on paper, copier sound, pen clicking, pen tapping, 54%
tapping on desk, etc.

Vocal triggers — consonant sounds (S and P especially),
vowel sounds (not common), lip pop when speaking, dry

. . L e 51%
mouth voice, gravelly voice, whispering, specific words,
muffled talking, several people talking at once, “uh”, etc.
Singing, humming, whistling 48%
Animal sounds — dogs/cat grooming, dogs drinking, dogs
barking, rooster crowing, birds chirping, crickets, frogs, 33%
animal scratching, dog whimpering, etc.
Electronic sounds — phone ringtones, key clicks, alert 28%

tones, beeps, etc.

Home sounds of equipment - refrigerator running, hair
dryers, electric shavers, ticking clocks, pipes knocking, 24%
lawnmowers, toilet flushing, etc.

Other - Farm equipment, pumps, back-up beepers, traffic

0,
noise, beep of car locking, car door slamming 16%
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Sight (Visual) Triggers — open mouth chewing, jaw movement
(chewing), hand touching face, scrolling on smartphone, pointing,
leg jiggling, hair twirling, putting food into mouth, drumming
fingers, blinking eyes, picking at fingernails

Odor (Olfactory) Triggers — certain scents (rare)

Touch (Tactile) Triggers — touching a keyboard, touching certain
fabrics (rare), being touched by another person

Other Triggers — vibration from anything such as bass, bumping
desk, kicking chair, heavy footsteps

Here are some rates of occurrence of visual triggers from my
2015 survey.

Open mouth chewing 78%

Leg jiggling, foot wiggling 48%

Jaw movement 42%

Repetitive hand movement such as

twiddling thumbs, touching face, biting 39%

nails, picking at cuticles, etc.

Single hand movement such as touching 4%
.- . 0

face, pointing, or moving food to mouth

Hair twirling, hair touching 17%

Other 9%

| want to point out that the average misophonia severity
reported in my 2015 survey for the above triggers was 14 on the A-
Miso-S (which is the top of the moderate severity rating) and 40 on
the Misophonia Assessment Questionnaire (which is the lower end
of severe severity rating). Most of those responding to the survey
(90%) had at least one visual trigger.

Dog drinking is frequently reported as a trigger. One reason
for this is that dog’s drink with the bottom of their tongue. They
actually curl the tip of their tongue under to make a scoop and
throw the water into their mouth. It is messy and loud, but very
efficient. It is better to think dogs as efficient drinkers rather than
messy and loud drinkers. Loud is bad, but efficient is good.
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4. Oh, the Emotions!

An extreme emotional response is the trademark of
misophonia. Here is a comment someone with misophonia posted
on misophoniatreatment.com.

Judy’s Story

“I have only recently found out that there was a name for my
condition. | am fifty-four years old have suffered what seems like
forever with this problem. One particular person at work drives me
crazy sniffing and coughing all the time. At times | get so | angry |
think I could Kill. I even get to the point of wishing this person
would drop dead (bad | know), but I’m sure other sufferers feel the
same at times. My poor lovely husband knows how | feel and tries
his best not to make the noises I detest. I sometimes don’t know
how he lives with me. | know | have passed this on to one of my
girls, and my dad had it, too. It’s making my social life a
nightmare.”

Note that she wishes the person making the noise would drop
dead! It is hard for someone who does not have misophonia to
understand the extent of emotions that are caused by being
repeatedly triggered, especially in a situation where the
misophonic individual is trapped and cannot make the triggers
stop.

Misophonia in the News

On April 16, 2015, Southwest Airlines flight 577 was taxiing
toward the runway at Chicago’s Midway International Airport en
route to Manchester, New Hampshire. An elderly, white haired
man, Lenny Mordarski, went to sleep and started snoring. The
woman sitting beside him stabbed him repeatedly in the arm with
her pen to stop him from snoring. Lenny said it felt like he was
being stung by bees. The airplane returned to the gate and shortly
thereafter took off for Manchester, without the assailant. Thanks to
Lenny’s long sleeve shirt, no blood was drawn. The woman in
question was placed on a later flight.
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Feeling trapped with triggers makes the emotional responses
worse. The poor woman likely felt trapped but tried to ignore the
snoring until she could bear it no longer. It probably didn’t take
long for her to reach this point. Her fight-or-flight response took
over, and she attacked.

Below is a twenty-six-question survey of emotional responses
to triggers. | use this survey for my new misophonia clients. As
you read through these, you will see that the list of
emotions/reactions go from mild to extreme. All of these emotions
are often rated as “none of the time,” “a little of the time,” “a good
deal of the time,” or “almost all the time.”

Misophonia Emotional Responses

0) None of the time, 1) A little of the time, 2) A good deal of the
time, 3) Almost all of the time

1. You hear a known trigger sound. You may dislike the sound.

2. You hear a trigger sound and feel annoyed or upset.

3. You want the other person to know how upset you are.

4. You want the person to stop making the sound.

5. You want to force the other person to stop making the sound.

6. You feel you must see that the person is actually making the
sound or doing what you think they are doing. You want to
keep looking or stare.

7. You want to hear something else, so you don’t hear the sound.

8. You want to be physically far away from the sound.

9. You wish you were deaf.

10. You are afraid that if you do something you will hurt others’

feelings.

11. You want to get away from the sound but do not want to make
a scene.

12. You want to get away from the sound as quickly as possible,
even if it would be embarrassing.

13. You want to push, poke, shove, etc., the person making the
sound.

14. You want to verbally assault of the person making the noise.

15. You want to physically assault the person making the noise.

16. You want to physically hurt or harm the other person.
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17. You want to scream or cry loudly.

18. You feel anger.

19. You feel rage.

20. You hate the person.

21. You feel disgust.

22. You feel resentment.

23. You feel you need to escape, flee, or run away.
24. You want to get revenge.

25. You feel offended by the person making the noise.
26. You feel despair or hopeless.

27. You feel guilt while you are being triggered.

28. You feel guilt after you calm down from being triggered.
29. You feel fear of more triggers to follow.

30. You feel fear (immediate, at that moment)

One person may respond with “not at all” to a few of these
questions, but most people with misophonia experience over 75%
of the feelings expressed on this list. In general, individuals will
have all of these emotions (rated 1, 2, or 3) except for two or three,
which are unique to each individual. Misophonia causes extreme
emotions in virtually everyone.

In our recent study on the initial physical and emotional
responses to triggers, we exposed individuals to a tiny, super weak
trigger and asked them to report their physical sensation and
emotions. The triggers were short and quiet, and only one at a
time. The emotional responses were generally mild, such as
irritation, mild disgust, annoyance, mild fear, etc., because the
triggers were very weak. The table below shows the emotions
reported by the 26 participants who were tested for two auditory
triggers and one visual trigger. The categories of emotion are
aggregations of similar emotions. For example, aggravation,
irritation, annoyance, frustration, anger, and rage are combined
into the anger category. All individuals (100%) reported an
emotional response to at least one of their tested triggers.
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_ Nur_nt_)er of % of
Emotional Response Partlflpants Participants
(n=26)
Anger 24 92.3%
Anxiety 24 92.3%
Desire for Escape 14 53.8%
Disgust 12 46.2%
Fear 6 23.1%
Sadness 4 15.4%
Other 9 34.6%
None 8 30.8%

The triggers for these tests were very mild, such as one bite
into a small piece of lettuce. But the triggers still (usually)
produced an immediate, negative emotion. How can this be? How
can a short, soft sound cause an immediate emotion?

Sukhbinder Kumar, Ph.D. explained his research on this topic
in his presentation at the 2015 Misophonia Association Conference
in Chicago and in the journal article, The Brain Basis for
Misophonia.'* Dr. Kumar observed the brains on individuals
exposed to trigger sounds with fMRI (functional magnetic
resonance imaging). fMRI shows brain activity by measuring
blood flow. Where more blood is flowing, there is more neuronal
activity. The study compared 22 people with misophonia vs. 20
without misophonia. In response to trigger sounds, the people with
misophonia had higher activity in the anterior insula, which is
known to be involved in sensing inside the body and external
senses (hearing, sight, taste, touch, and smell) and internal
sensations (pain, stomach ache, muscle tension, etc.). Other
research indicates that the anterior insula is involved in subjective
feelings of emotions.
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No surprise here. We would all expect to see greater
emotional brain activity for an individual with misophonia. The
study also showed a connection between activity in the anterior
insula and the vmPFC (ventromedial prefrontal cortex) and
posteromedial cortex (PMC). These structures are key parts of is
called the Default Mode Network which is involved in retrieval of
memory. (For simplicity, 1 will only mention the vmPFC to
indicate both the vmPFC and PMC.) This connectivity is very
important because the vmPFC and is known to be involved in
associative learning (or learning from experience). Essentially, this
research shows that the brain response to trigger stimuli is a
conditioned (learned) emotional response (an involuntary
emotional reflex response). An individual with misophonia
hears/sees a trigger and “boom” there is an instant, involuntary
emotion forced on the person. With misophonia, the person does
not choose how to feel after a trigger, it just happens automatically.

For individuals without misophonia, the vmPFC acted to
reduce activity in the anterior insula. Additionally, for individuals
with misophonia, there was high activity between the anterior
insula and the hippocampus and between the anterior insula and
the amygdala.

The following figure is from Dr. Kumar’s journal article. It
illustrates the increased connectivity between these regions of the
brain when person with misophonia is exposed to a trigger
stimulus. It is used with permission from the journal article
Kumar et al., The Brain Basis for Misophonia, Current Biology
(2016), http://dx.doi.org/10.1016/j.cub.2016.12.048

In the figure that follows,

e The anterior insula is the center image
e The vmPFC is the upper right image
e The PMC is the upper left image
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I exchanged email to clarify Dr. Kumar’s view of this and he
provided the following quotes. “In misophonic subjects... the
connectivity between vmPFC and anterior insula is positive,
indicating that vmPFC, rather than regulating, is boosting the
activity of anterior insula.” And, “Given the role of vmPFC in
learning associations, our data is consistent with the view that
aberrant associations represented in vmPFC drive areas involved in
emotion processing.”

Here is my interpretation in plain English.

1. In individuals with misophonia, the vmPFC is
supercharging the emotional response to the triggers, but
in the controls the vmPFC is dampening the response.

2. Misophonia emotions are an acquired emotional reflex (a
conditioned emotional response or CER)

3. The emotional response develops through experience with

triggers.

The emotions are an involuntary reflex response.

The emotions from a trigger are not a choice of the
person. Rather, they are activated or instantly inserted into
the brain.

ok~
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5. Oh, the Guilt!

Generally those suffering with misophonia feel guilty about
the way they think and act when being triggered. We typically
reserve the list of powerful emotions discussed in the previous
chapter for our worst enemies or times when we’re greatly
offended, but people with misophonia regularly direct these
responses to those who are closest to them. The ugly miso-
emotions are literally jerked out of the misophonic individual when
they are being triggered. Additionally, once the fight-or-flight
response Kkicks in, the person may scream, verbally assault, or even
push, poke, and shove the person who caused the trigger. If looks
could kill, everyone around the misophonic person would be dead!

Nearly everyone with misophonia feels a varying degree of
guilt after being triggered. Most feel a great deal of guilt because
they recognize that their response was out of proportion to what
the triggering person did. For example, children are often triggered
by a parent, which causes these extreme negative emotions to be
directed at their primary attachment figure. One person reported
that their trigger person was his stepfather, whom he dearly loved.
He was a great man, even his hero. But when riding in the car, the
stepdad would chew gum, and suddenly the child experienced
nearly every emotion affiliated with misophonia, including
wanting to hurt his stepdad. Afterwards, the person felt guilty for
wanting to hurt someone, especially someone he loved so dearly.

Guilt is also very common for a parent who has a child that
triggers them. The love of the parent for the child is inconsistent
with the rage felt toward that child for making an innocuous sound
like sniffling. Again, guilt follows.

Misophonia generally develops to sounds made by someone
who spends a lot of time with the misophonic individual. Except in
cases where there is an embroiled relationship that is full of
conflict, abuse, and contention, the strong miso-emotions are
directed toward a loved one, and are inconsistent with the
emotional bond with that person. Guilt is common when we act
differently than we think we should act, which is why it is such a
recurring emotion among individuals with misophonia.
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If you have misophonia, have compassion for yourself. Guilt
is the feeling a person has when they have intentionally done
something wrong. If a child steals candy from the store, then they
should feel guilty for doing that. If a sales clerk accidentally gives
you five dollars extra in change and you know it, you should feel
guilty for keeping the money because you chose to do something
that was not honest. But if you get the extra change, only to
discover it later, you should not feel guilty because you did not do
choose to do something that violates your moral values.

If you have misophonia, you may have horrible feelings
toward a loved one; but you are not choosing to have these
feelings. These feelings are literally yanked out of you, or imposed
on you by your misophonia. They are not really “your” feelings or
feelings you have decided to express toward that person. They are
an emotional reflex. As previously discussed, a reflex is an
involuntary response to a stimulus. In this case, the emotions
simply happen as a direct result of being triggered.

Because you are not choosing to have horrible feelings
toward a person you love, try replacing your guilt with regret. You
don’t want to have such ill feelings about someone after they
trigger you, and you regret that you have them. If you want to be
tall, but your height is only five feet, then you can regret that you
are not taller; but because it is not your choice, guilt would be an
inappropriate emotion. So be good to yourself. Beating yourself up
and feeling guilty about your miso-emotions doesn’t help in any
way. Anything that decreases your feeling of well-being will
increase your misophonia. So smile, and realize that at this stage,
the extreme miso-emotions are beyond your control.

However, there is hope! You do have a degree of control over
how you respond when you have misophonia triggers. These are
your coping behaviors. If your coping behaviors (fifth box on the
drawing below) are aggressive, then you can and should work to
change those. But this change is not easy, and it takes time and
concerted effort.
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Although difficult, you can (and should) work to manage
your coping behaviors by deciding what you want to do when you
are triggered. The change may be slow, but keep trying. A good
therapist can help you with this. One of the easiest ways of
reducing aggressive coping behaviors is to reduce the number of
triggers you experience, especially situations where you cannot
escape the triggers. | know it sounds like a lot for now, but relax:
we will talk more about how to do this in the chapter on
misophonia management techniques. For now, | just want you to
stop beating yourself up over the things you’ve felt and said as a
result of your misophonia, and instead take the time to regret some
of your misophonia-induced feelings and behaviors.
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6. Prevalence of Misophonia

How common is misophonia? Many consider it a rare disease,
and on rare disease day (the last day of February), many on the
Facebook misophonia group express a desire to speak out about
misophonia. In the United States, a rare disease has officially been
defined as one that affects less than 200,000 people in the US,
which is about one in 1,500 people (0.07%). By this definition
misophonia is not a rare disease. It is a “rarely known” disorder.

| did my first survey on misophonia in February of 2013 on
different characteristics of individuals with misophonia. |1 was
trying to determine how misophonia develops and if there were
certain characteristics people with misophonia have in common. |
wanted to have a control group to compare some of the personality
traits and characteristics, and so | sent the survey to my LinkedIn
contacts. Much to my surprise, 5% of my LinkedIn contacts had
misophonic reactions. And so | thought, wow, this is not some
extremely unusual phenomenon here. In fact, | had people with
misophonia popping up all over the place.

| paid for a survey using SurveyMonkey.com, where they
randomly solicited individuals who had no connection to
misophonia. These were just individuals who were willing to fill
out surveys to have fifty cents donated to the cause of their choice.
| purchased three hundred and | got ten extra for free. | made sure
that the title of the survey did not mention sound or sensitivities. |
gave the same survey to a group of people with misophonia to
determine a standard of reference for my Survey Monkey group.
Out of the 310 people surveyed (50% of them women, 50% men), |
found that 15.2% had reactions suggesting misophonia. It was
more common among the women (18.6%) than it was among of
the men (11.6%).12 Rather than being a rare disease, which is one
in 1,500, it was a rarely known but common disorder with about
225 in 1,500 having misophonia.

That was actually a higher number that | expected. I was
expecting 5% to 10%, but it came in at 15%. In 2014, there was a
published peer-reviewed study that came out of the University of
South Florida’s College of Medicine and their psychology
department. They used undergraduate psychology students. (This
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is very common in college research; they give psychology students
a little extra credit for taking a survey or participating in some
form of research for the graduate students.) They had almost 500
participants in this study, and 84% were women. Their study was
comprehensive enough to see how the misophonia affected the
individual’s life. They found that 20% had clinically significant
misophonia,*® significant meaning they had to spend a good deal of
conscious energy resisting or being affected by triggers. They did
not find any statistical difference in the prevalence of misophonia
in men vs. women.

A recent blog post on the family ancestry website
23andMe.com mentioned an internal study conducted with about
80,000 customers, in which people were asked “Does the sound of
other people chewing fill you with rage? (Yes/No/Not Sure).”
About 19% replied yes. They also found that the affirmative
response was more common in women.** 23andMe reported 20%
yes and 80% no (excluding the not sure responses). One internet
post indicated there were about 4% not sure. So that would reduce
the percentage of “yes” responses from 20% to 19%.

A 2015 PhD dissertation on decreased sound tolerance
(hyperacusis, tinnitus, and misophonia) reported 15.6% of
participants with clinically significant misophonia, in a mix of
college students and community participants®®. A higher
percentage of males reported misophonia symptoms, but females
reported greater severity. This provides further support for the
surprisingly high prevalence of misophonia.

The takeaway from this is that misophonia is really quite
common — perhaps affecting approximately 15% of adults (or 1 in
6.5 adults). It seems to be more common (or at least more severe)
in women than in men, but many, many people suffer in silence, or
they are written off as being grouchy, cranky, or irritable. If this
number is correct, and research is beginning to confirm it is, there
could be forty million people with misophonia in the United States
alone - that is 40,000,000 people.

Considering these statistics and the fact that misophonia is
not widely studied, if you randomly selected a doctor or therapist
and then another individual, it is more likely that the random
individual would have misophonia than the doctor or therapist
would know about misophonia.
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7. Diversity of Misophonia

Many people consider misophonia a condition that is the
same for everyone. It is true that there is a group of common
triggers (such as eating sounds) and common emotional reactions
(anger, hatred, rage, and disgust). It often starts during the late
childhood years (six to twelve) and becomes much worse in the
teen years. But within this apparently uniform condition there is
much variation.

What are the differences from person to person that we see?
We can identify diversity in four areas:

1. The age of onset.

2. When it becomes severe.

3. Trigger sounds (especially the first trigger).

4. Initial physical reflexes.

The Age of Onset

I conducted a survey of 200 people with misophonia in March
of 2013. Seventy-five percent of those completing the survey were
women. The most common age for misophonia to begin was nine
to ten years. Twenty-five percent had their misophonia begin at
this age. Twenty-one percent had their misophonia begin at age
seven to eight, and 20% began at age eleven or twelve years. This
seems to demonstrate that misophonia begins at a typical age, but
the survey also showed that there is wide variation in the age of
onset. In that survey people started having misophonia from as
young as age four to as old as age fifty-five. It became severe from
age four all the way up to sixty-four. So there was really a wide
range in the age when misophonia begins.

In the graph below, the dark bars show the ages when people
started having misophonia, and the light bars are when their
misophonia became severe. Although we have a clear majority of
the people whose misophonia begins at ages seven to twelve years,
and became severe from age seven to sixteen, about half of the
people fell outside of these ages. If misophonia was a purely
hereditary condition like puberty, you would find that the age of
onset and severity would be more uniform. Also, you would not
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see a range in age from four to fifty-five years for onset. You don’t
find people going into puberty at age thirty, but with misophonia
we find a scattering of ages for the start of misophonia.

Occurrence of Misophonia by Age Group
50 A Survey of 194 Individuals with Misophonia

40 A

30 A

W Onset
O Severe

Number of Individuals

10 A

4 6 8 10 12 14 16 18 20 22 24 26 28 30 35 40 45 50 55 60 65 70
Age Group (years)

We conducted a large scale survey with 1,061 participants
last year. Because of the larger number of participants, the graph
below is smoother. And we found the same result. Misophonia
most often develops around age 10, but there is a steady, low rate
of misophonia onset in the 20- to 50-year age range.

Almost 75% developed misophonia at ages 5 to 14 years.
This explains why misophonia is generally thought of as a
condition that develops in childhood, but it shows that it can
develop at any age.
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The rate of onset shown above is the percentage of survey
participants that developed misophonia at that age.

Diversity of Triggers

We also find there’s quite a diversity of triggers. Although
there are common triggers such as mouth and breathing sounds, the
list of triggers comprises almost every repeating noise. No one has
all of these triggers; everyone has their own set of triggers. So even
though there are many common trigger sounds, there is a lot of
variation in the sounds from person to person.

The first trigger that you get is specific to a single person or
thing that is part of the individual’s life in some way. It depends on
the sounds you are hearing. There are also particular sounds such
as bird chirps, crickets, pipes knocking, things that people say,
oxygen system noise, and many more. There are general triggers
that will affect many people — popcorn, loud eating, gum popping
(which seems to be a very common trigger), but you may also have
triggers that are caused by a single person, at least that’s where
they start.

Some people are triggered only when a certain individual
makes a specific sound. For example, | was working with a fifteen-
year-old young man who triggered to the sound of his mom eating
crunchy food. We had him face the wall. | popped a piece of Frito
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into my mouth. | crunched it. No response, nothing. His mom put a
piece of Frito in her mouth and crunched it, and he said, “Ugh!
That’s it!” For another person, it didn’t matter who made the
sound. Any crunch triggered him.

| worked with a person whose trigger was her husband
saying, “Uh.” This monosyllabic utterance didn’t trigger anyone
else, and other people could make the same sound without it
affecting her. It was her unique trigger. Another person triggered
when her husband ate crunchy bread. We know of kids who trigger
to a parent’s voice, but not to other voices. I know a man who
started triggering in midlife when birds built their nest outside of
his window. It seems like that would not be a big deal, but it was
his bedroom window and they were mockingbirds, which sing
twenty-four hours a day. He developed misophonia to those
specific bird chirps.

Non-human sounds such as pipes knocking, clocks ticking,
hair dryers, electric shavers, and such are also triggers for some,
but not triggers for most people. Everybody has their own unique
set of triggers. So although there’s commonality, there’s still
uniqueness, and these particular triggers are based on your
individual experience, the ones that you have heard, and are not
based on an automatic biological time clock. It is based on your
unique experiences with those sounds.

It seems we have many common triggers because we have
fairly common experiences, such as eating together or being close
enough to hear another person breathe. It is customary to eat
together, during which time we hear others eating, and so many
people develop triggers to eating sounds. If you have someone in
your home with allergies, you hear lots of nasally breathing, so we
have lots of people who develop triggers to breathing sounds.
Since we have common life experiences, we develop some similar
triggers, but also unique triggers.

| conducted a survey a while back and asked, “What was your
first trigger?” | had 1078 responses. The table below shows their
responses.
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What was your first trigger? Responses of 1078 people.

Sounds of people eating — all forms of chewing,

. 61.1%

crunching
Sounds made at the table — fork on plate, fork scraping 2 8%
teeth, etc. '
Sounds of people drinking — sipping, slurping, saying 2 9%
“ah” after a drink '
Other mouth sounds — sucking teeth, lip popping, 0.8%
Kissing, flossing, '
Sounds associated with eating — opening chip bags, 3.8%
water bottle crinkling, '
Breat_hlng sounds — sniffling, snorting, nasally breathing, 13.0%
yawning
Home sounds of people — voices/TV/music/bass through
walls, door slamming, nail clipping, foot shuffling, flip 2.2%
flops, heavy footsteps,
Work/school sounds — typing, mouse clicks, page 2 20
flipping, pencil on paper, '
Vocal triggers — consonant sounds (S and P especially), 5 3%
lip pop, voice '
Singing, humming, whistling 1.6%
Animal sounds — dogs/cat grooming, dogs drinking, 1.4%
dogs barking, birds '
Electronic sounds — phone ringtones, key clicks, alert 0.4%
tones, beeps, etc. '
Home sounds of equipment - refrigerator running, hair
dryers, electric shavers, ticking clocks, pipes knocking, 1.8%
lawnmowers, toilet flushing, etc.
Other - Farm equipment, pumps, back-up beepers, 0.7%
traffic noise, beep of car locking, car door slamming '
Visual Triggers

Foot jiggling/movement 0.5%

Biting/picking nails 0.3%

Crossing legs 0.1%
Other Senses

Smells 0.1%

Being kissed 0.1%
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A few people developed misophonia to a stimulus other than
a sound — a stimulus that was visual, olfactory (smell) or tactile.
The great variation in the initial trigger indicates that for
misophonia to develop, hearing or even seeing a stimulus is
required. There are genetic factors, but it takes life experience for a
trigger to develop. | was a bit surprised when I looked at this data.
71.5% are eating related sounds, 13.0% are breathing related
sounds, and 16.5% are a wide variety of other sounds, visual,
tactile, and olfactory stimuli — very diverse indeed.

The Individual Physical Reflex

A trigger produces an involuntary response or reflex. Ninety-
five percent of the people I work with can identify a specific
physical reflex to a trigger. They hear the sound and have a
particular physical reflex. It may be the contraction of muscles in
the neck, shoulders, chest, arms, face, hands open, hands closed,
feet, legs, toes, or butt. It can be internal reflexes such as
esophageal, intestinal, or stomach constriction, nausea, sexual
sensation, or the urge to urinate. There’s a wide range of reflexes.
Sometimes the reflexes are complex and involve many muscles.
One person’s reflex was similar to catching a ball that hit her chest
— both hands came to her chest and her elbows pressed toward her
sides. The uniqueness in the physical reflex of each individual is
part of what suggests that misophonia is not just a genetic
condition that kicks in, but is something that develops because of
both the neurology and the experience of the person.

Kate Morrison and | conducted a study in 2016 which tested
26 adults for their initial physical reflex response. Each person was
tested on three of their triggers (two auditory and one visual).
About half had a similar physical response for all triggers, and half
had different responses. For example, one person had their
abdomen muscles tighten when he heard chewing, but his hands
clenched when he heard typing. This table shows the distribution
of different initial physical responses.
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N _ Nur_nt_)er of % of
Initial Physical Response | Participants ..
(n=26) Participants
Shoulders 13 50.0%
Arms/Hands 11 42.3%
Neck 9 34.6%
Chest 5 19.2%
Back 5 19.2%
Abdomen 4 15.4%
Jaw 3 11.5%
Thighs 2 7.7%
General tensing 2 7.7%
Sexual (e.g., clitoral,
vaginal) 2 7.7%
Warmth 2 7.7%
Toes 2 7.7%
Stomach/Nausea 2 7.7%
Breath 2 7.7%
Torso 2 7.7%
Head 2 7.7%
Face 1 3.8%
Numb sensation 1 3.8%
Various 8 30.8%
None 4 15.4%

The two participants in the study with a sexual sensation
response were both females, but I know of several reports of males
who have a penile sensation response, so a sexual response is not
limited to females.

Some physical reflexes are almost imperceptible, such as a
slight head jerk or a twitch of the eye. Others are very strong. One
person said her reflex felt like having a shovel stabbed through her
chest and out her back. Another person said her reflex felt like
someone was pulling a string out of her spine. While there’s going
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to be some repetition among thirty to forty million people who
have misophonia triggers, these are unique physical responses and
very few others would describe them in the same way.

The reflex can be difficult to perceive because of the strong
emotions that you have. The overwhelming emotions that come
immediately after the trigger can make it difficult to perceive that
there was an initial physical reflex response. It is kind of a one-two
punch — the little physical reflex and then these strong emotions, or
the little physical reflex and then the fight-or-flight response. This
makes the physical reflex hard to notice.

If you want to know your physical reflex, you need a very
small trigger — short and quiet, maybe a half second or less, barely
audible. You can record the sound of your trigger and then play it
back so that you can adjust the volume. | suggest you use the free
Misophonia Reflex Finder app. With this app, you can record the
trigger and then control both the volume and the duration of the
trigger. Some people need to have a session on the Neural
Repatterning Technique, which | also developed. This treatment
method, which uses the Trigger Tamer app, plays the very small
trigger every thirty seconds or so, along with relaxing music. The
trigger is so weak that you do not experience the negative
misophonic emotions. You can recognize the reflex because you
are relaxed and experience the trigger many times during a thirty-
minute treatment. This technique will be explained in the chapter
Treatments for Misophonia.
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8. Prognosis for Misophonia

If a person has misophonia, what’s the prognosis?

I will provide hope later in the book (please have hope). With
treatment (and lots of work) it is reasonable to expect a 50%
reduction in misophonia severity, but first let me provide you with
an overall view of misophonia without treatment. For one thing,
misophonia doesn’t just go away with time or getting older.
Generally the severity of misophonia remains the same or gets
progressively worse!®. However, in our recent large survey a third
reported that their misophonia had previously been worse. It can be
stable for years and then escalate. Sometimes it will remain at that
elevated state for years and then escalate even more. It does seem
to lessen at certain times. The upheaval associated with
misophonia tends to lessen as the teen matures into adulthood,
because they learn that they are going to be triggered and there’s
no other choice. They are just going to have to deal with this
unpleasant reaction, and many people learn to suffer in silence. A
child may scream and yell at her mom, but it doesn’t get any
better. She may scream and yell at her friends and be ostracized.
Eventually the child learns that acting out only makes it worse and
that she must cope. She learns to suffer in silence. One lady said
that when she was triggered too much, she would just go into
another room and cry. And people also learn to modify their life to
cope with misophonia. On my 2015 survey, | asked the question
“Has your misophonia ever been worse than it is now?” One third
responded yes. The reasons varied, but the most common reasons
for the improvement were good management techniques and not
being exposed to as many triggers. The most common age for
maximum severity was in the teens and 20s.

Many people with misophonia would never go to a movie
theater because the popcorn crunching is there, and they would
find it intolerable. They also modify their work conditions. 1 know
of one case where a person couldn’t handle the trigger sounds in
the classroom so he dropped out of a prestigious engineering
university and became a machinist. Although the classroom noises
triggered him, the sounds in the machinery created a trigger-free
environment for him.
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Unfortunately, we find that misophonia can be very
detrimental to relationships. It really takes a caring, patient person
to deal with a spouse who is triggered by the sounds they make.

Another situation that heightens misophonia is that triggers
develop with prolonged experience with a particular person. A
spouse or significant other may not trigger you at first, but with
time, triggers develop. The same thing happens with children. It
would be most unusual for your baby to trigger you, no matter how
loud they ate. But with time, those cute little eating and breathing
sounds change into the lip smacking and sniffling of an elementary
school kid, and can become full strength triggers. We will talk
about how to reduce the risk of developing new triggers in later
chapters — How Misophonia Develops, How Triggers Spread,
Misophonia Management, and Treatments for Misophonia.
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9. Perception versus Reality

We are going to use several simple figures in this chapter to
show how you react to misophonic triggers. So let’s start with a
simple one about how it feels when you are triggered.

Trigger
Stimulus

You hear or see a trigger, and ka-boom, there is an explosion.
You feel extreme emotions that may include anger, disgust, rage,
resentment, or that you’re offended or being attacked. Some people
have extreme feelings of helplessness or hopelessness. While all of
these feelings are valid, let’s take a more objective view of this
misophonic response to triggers.

Involuntary Emotional Response

The misophonic response is an involuntary reaction that’s
jerked out of the person. You are not choosing to react. If we look
at the brain in the figure below, there are three regions identified.
Let’s consider what is happening in each region.
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_Cerebrum
4/ Rational or Thinking Brain

Limbic System

\ Nervous
System

Lizard Brain

At the top is the cerebrum, which is the thinking brain. With
your thinking brain, you can think, “Okay, I'm going to stay
calm.” But with misophonia, the person can’t stay calm when they
are triggered.

The part at the bottom of our brain, in the brain stem, is called
the autonomic nervous system. Many people call it the lizard brain
or reptilian brain. The lizard brain controls our reflexes, and this is
the heart of misophonia.

The limbic system is what lights up when we have these
strong emotions. Misophonia is a combination between the reflex
reaction of the lizard brain and the emotional reaction of the limbic
system that’s just yanked out of the person. People with
misophonia just can’t stay calm when they are being triggered.

The popular view of this misophonic response or reflex is that
you hear or see a trigger, and you immediately experience extreme
emotions without intentionally doing so. This reaction is
involuntary. You didn’t have it at birth, so one would conclude that
it’s acquired, meaning you’ve developed it or it has developed. So
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now you hear this trigger and instantly feel the emotions. This is
the popular view of misophonia as shown in the figure.

Extreme
Trigger | elicits | Emotions
Stimulus and Fight-
or-Flight

This is also the way that misophonia is described in peer-
reviewed journal articles, which report misophonia research
studies.!” In fact, there is one article entitled, “Misophonia: A
Disorder of Emotion Processing of Sounds.” But I find that
misophonia is fundamentally not about the emotional processing of
sounds. It is about a physical sensation and emotional reflex that
happens when you hear a trigger. You hear normal sounds, but you
literally feel (physically) a trigger.

I’ve been told that a trigger is more like being slapped or
being poked in the ribs with a stick or being zapped with a cattle
prod or mini-Taser. | sometimes demonstrate to a non-misophonic
person what a trigger is like by taking a rubber band, putting it
against my chest, pulling back the center, and popping myself.
Ouch! That hurts. That’s the way I think of misophonia. It is an
initial “POW” response. And it has very extreme emotions that
come with the “POW.”

There’s quite a bit of diversity in this physical reflex. In my
practice, | estimated that about 95% of those | had worked with
recognized a physical reflex. However, | had four clear cases
where no matter how hard we tried to identify a physical reflex; the
only experience of the person to a trigger was an emotional
response of irritation. | worked with one person a second time, and
using a different test method, he felt a muscle jerk in his legs. After
working with another person for over six months, one session she
declared that she had identified her physical reflex. She said a
coworker had asked her why she was mad, but she replied she was
not. The coworker said, “Then why are you frowning? You frown
almost all the time.” My client recognized that she did frown a lot,
and that the frown was caused by her triggers. Every time she was
triggered, her forehead muscles jerked and forced her to frown.
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That was her reflex. The third person reported not having a
physical reflex, but the physical reflex in his face was visible. So
with the people that | have worked with, about 99% had a physical
reflex.

A lot people with misophonia say, “I simply have rage. I
don’t have a physical reflex,” but when we get into a treatment
setting or the individual can relax and observe their response to a
weak trigger, they can identify the reflex. I worked with one girl
who said she only had rage (no physical reflex at all). Yet
whenever we used a very, very small trigger during treatment, her
mother and | could see her shoulders jerk. She identified the
muscle jerk herself when we finished the treatment and talked
about it. Incidentally, she did not feel the negative emotion during
the treatment. She felt the muscle jerk reflex. This is shown in the
figure below — that the misophonic trigger elicits the physical
reflex, as shown in the next figure. (Note: Elicit is a technical term
that means to “cause a reflex to happen.”)

Extréme
Trigger eiigigs?) Emotions Trigger |elicits | Physical
Stimulus and Fight- Stimulus Reflex
or-Flight

In Chapter 7 | presented the wide variety of physical reflexes
reported in our recent study. One weakness of this study is that it
used self-report of the individuals in the study. Even though we
explained what we did in our manuscript, and that the individuals
were reporting an immediate physical response to a very weak
trigger (rather than a secondary stress response), one of the peer-
reviewers of the manuscript thought we had a novel way of
presenting what had been reported in other studies. But the well-
noted Edelstein study!® that measured the increase in skin
conductance (sweating when triggered) showed that the reading
was stable for two seconds and then steadily increased for the
remaining 15 seconds of the trigger. Her study showed a delayed,
secondary response, not an immediate physical flinch elicited by
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the trigger. There is no recognition of this immediate physical
reflex response in any misophonia research, except in my articles.

To show that the immediate physical reflex is real, we
decided to measure the physical response with electromyography
(EMG). This system measures the voltage of the muscle, and is
very similar to an electrocardiogram which measures the electrical
voltage when your heart beats. The drawing below shows the EMG
output for a misophonic person when triggered. The top line shows
a timing pulse that the person does not hear. The actual trigger
does not show of this EMG chart, but occurred immediately after
the timing pulse as shown by the oval. Note that the calf muscle
contraction started only 200ms (two tenths of a second) after the
trigger started. This provides hard data of the initial physical reflex
response, which is a key part of the misophonic response.

B RawENGAW B RowENGBW Raw EMGCW B RowENG-D W

. — Trigger occurs here

Raw EMG.A W

Raw EMG.D W

100ms
inaudible 200ms
timing pulse

Start of trigger

Calf muscle flinch

Now it’s time to add the emotional response to your
misophonic reflex response into our drawing. It appears that the
emotional response is jerked out of you (elicited) by the sensation
of the physical reflex as shown in the next figure. The emotions
happen immediately, and come so quickly that they seem to be
caused by the trigger.
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Extreme
Trigger | elicits | Physical | elicits | Emotions
Stimulus Reflex and Fight-
or-Flight

As noted above, misophonic individuals all reported that it
was impossible for them to not become upset when exposed to
trigger stimuli, although they had repeatedly tried to remain calm.
It is commonly said that “anger is a choice,” or that “another
person cannot make you mad unless you let them.” This may be
true for things people say because the meaning of the words is
determined by a person’s learning experience with language and
other social factors. A person’s response to a statement such as “I
hate you” is affected by their evaluation of the context and social
dynamics at that moment.

With misophonia, however, anger is not a choice. The
physical misophonic reflex (or combination of the sound/sight and
the physical reflex) elicits a conditioned emotional response. The
physical reflex is intrusive and difficult to ignore; even when a
person tries to use a technique to avoid attending to the auditory
stimulus, the physical reflex is perceived. The sensation of the
physical reflex has been paired many times with frustrating,
irritating situations. This pairing of emotions, physical sensation,
and the trigger can cause associative learning or conditioning, such
that the stimulus elicits the emotional response.

The role of associative learning in misophonia is supported
by a 2017 fMRI (functional magnetic resonance imaging) study of
individuals with misophonia which was conducted by Sukhbinder
Kumar and presented at the 2015 Misophonia Association
Conference®®. Dr. Kumar presented data that supported associative
learning for the extreme emotions of misophonia. However, fMRI
has a slow response time, taking about two seconds to measure the
change of blood flow in the brain which shows the areas of higher
activity. Therefore, this method cannot show the timing between
the trigger stimulus, physical reflex, and extreme emotions that
accompany misophonia.
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Dr. Kumar’s study showed a relationship between emotional
activity and a small structure that is behind your eyes called the
ventromedial prefrontal cortex (vmPFC). The vmPFC has been
shown to be related to experiential learning, or conditioned
learning. This conditioned emotional response to triggers is
supported by the extreme, immediate, and involuntary response to
triggers of most individuals with misophonia. The extreme
emotions are literally jerked out of the person, often against their
will and best efforts to avoid them.

In some individuals, the physical reflex is very strong. The
sound elicits an intrusive, uncomfortable reflex response. | propose
that this physical reflex response is a form of physical assault on
the person, although the actual physical assault is performed by
their autonomic nervous system. The response to the repetitive
physical reflex is the array of the extreme emotions.

You can’t feel electricity, but if you’ve been shocked you felt
something. What you actually felt was muscle contraction. The
electricity made you tighten your muscles, and that was
uncomfortable. We know that the reason our muscles move is that
our brain sends out electrical impulses, which cause our muscles to
contract. So when the lizard brain perceives the trigger, it sends out
an electrical shock! The emotional response to aversive events is
consistent with research. The electric shock is an assault on your
body, and it’s that physical assault that produces the strong
emotions.

Research studies have shown that aversive stimuli cause
fight-or-flight emotions in humans.?® The strength of these
emotions is affected by a number of factors, and the urge to fight
may not be outwardly visible but it’s there. This is consistent with
the emotions for individuals with misophonia, and their reported
effort to resist aggressive impulses. Furthermore, activity in the
limbic system of humans in response to aversive odors and tastes
has been demonstrated.?! Evidence suggests that the aversive
physical misophonic reflex may cause the commonly reported
emotions of hate, anger, rage and disgust.

As | mentioned earlier, one woman reported feeling like a
shovel was run through her sternum and out her back when she
was being triggered, but said this was metaphorical, incorporating
both the physical and emotional feelings. She couldn’t describe
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which muscle was contracting, but she sure felt it. Her reflex was a
gasp for breath. Do a quick exercise to gain an understanding of
what that felt like for her. Close off your windpipe and try to take a
quick breath. You may want to close your mouth and pinch your
nose to do this. That hurts around the sternum. The girl |
mentioned earlier as having a visible shoulder jerk to a tiny trigger
during a treatment probably had a very strong, physical jolt from a
trigger. In treatment, under controlled circumstances when her
trigger was presented minimally, we could see her shoulders jump
almost an inch. I can only imagine how strong her reflex was in
real life.

In summary, your miso-emotions are an intrusive emotional
reflex response. Generally they are triggered either by the physical
response or a combination of the trigger stimulus and the physical
response. So we need to add one more connection to our drawing
of misophonia. The figure below shows the development of a
direct connection between the misophonic trigger and the
emotional response. | consider this a secondary process. In some
cases, the individual has both an emotional response and a physical
response to the very weak trigger used in the Neural Repatterning
Technique (NRT) treatment (to be discussed later). The directly
elicited emotional response is a secondary process because in
many cases there is first a clear physical reflex which occurs
without an emotional response during the NRT treatment.

As discussed in the section on Progressive Muscle Relaxation
(PMR), relaxing the initial physical response muscle can
significantly reduce the emotional response and in time, eliminate
the trigger. Additionally, in the physical reflex identification study
we conducted in 2016, participants exposed to a very weak trigger
were twice as likely to identify a physical response but no
emotional response than the opposite (identifying an emotional
response but no physical response).

The NRT, PMR, and above study results all support that the
direct connection from the trigger stimulus to eliciting emotions is
a secondary path. | would like to conduct a study to test the theory
of the secondary path shown below, but we will need research
funding to do this. It is possible in some cases to immobilize the
immediate physical reflex. Comparing the severity rating of
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triggers with and without the immediate physical reflex would
indicate the strength the secondary path for that individual.

=TT T T~ Secondary path
- Extreme
Trigger | elicits | Physical | elicits | Emotions
Stimulus Reflex and Fight-
or-Flight

Benefits of Understanding the Misophonic Physical
Reflex

Viewing misophonia as a physical reflex may help you
manage your emotions. People have told you to just stay calm.
You tried, but could not. People have told you that it’s all in your
head. When you have been angry at the person making your trigger
sounds or sights, you have probably had horrible thoughts directed
toward that person. You thought things that were completely
inconsistent with your character. Many people with misophonia
think about physically hurting the person making the triggers. You
may have even said or done things that you feel sorry for. Guilt
(after you calm down) is a common emotion for people with
misophonia.

With misophonia, anger is not a choice. It is jerked out of
you, and the reason you cannot stay calm without proper treatment
is that the trigger is causing an involuntary, immediate emotional
reflex. There is also the physical reflex, which is an assault on you.
You are being physically assaulted, but you’re being assaulted by
your lizard brain. The sound comes into the brain, is perceived by
the lizard brain, which then zaps you.

The misophonia anger and the urge to physically assault are
consistent with research done with mice in an electrical cage,
where the researcher could electrify the floor and shock them. (I
didn’t do this research, so please don’t blame me for cruelty to
animals.) When the mice were shocked, they attacked the adjacent
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mouse even though the other mouse had not done anything. This is
called pain-induced aggression.?? Essentially you’re getting
zapped or whacked, and that produces your anger response. The
emotions are so enormous that you may not recognize the shock
itself, but it is there. It seems that the physical sensation kicks off
your misophonic emotions.

So what can you do? First, be kind to yourself. Beating
yourself up because you had horrible feelings toward another
person doesn’t help your misophonia. If you become physically or
verbally abusive when triggered, you need to make a plan to avoid
being triggered and a plan for what you will do when you are
triggered.

Second, try thinking of your misophonic reaction as coming
from your lizard brain, not from the person making the trigger.
Misophonia is all in your head and it is extremely real. Your lizard
brain is biting you. View it as if the attack is coming from within.
It is your lizard brain reflex.

Third, identifying your physical reflex may allow you to
respond to triggers in a way that can lessen the agony of the
trigger, and slowly change your lizard brain so that future triggers
are less severe. This only applies to specific reflexes, but maybe
you have an easy reflex to work with. Also, recognizing your
reflex can help you with other treatments, such as the NRT
treatment or Sequent Repatterning hypnotherapy treatment. If
nothing else, you will have a better understanding of what is
happening in your body when you are triggered and why it makes
you so darn mad.

Identifying Your Physical Reflex

Identifying your physical reflex is not something you can
figure out by thinking about the way you have reacted to triggers.
Probably nine out of ten of my clients cannot come close to
identifying their physical reflex from their own life experiences
with triggers. The emotional upheaval from triggers is too great
and there are too many physical responses that occur because of
the extreme emotions and the fight-or-flight responses. If you think
your initial physical reflex consists of all of your muscles
tightening, then 1 respectfully suggest that you are probably
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incorrect. Your reflex will be one or several specific muscles or
sensations in your body.

To determine this initial physical reflex,
do a science experiment. Get very relaxed
and then listen to a very weak trigger. To
make it a weak trigger, typically it needs to
be short and quiet. If it is a visual trigger,
then you would probably have to do that with
a video recording or close your eyes as soon
as you are triggered. For a visual trigger, it can help if the person is
purposefully making the trigger a moderate distance away from
you and makes as mild of a trigger as they can. With a sound
trigger you might be able to have someone make a single trigger
sound from another room. You can also use an audio or video
recording and limit the length of time of the trigger and the
volume. The Misophonia Reflex Finder app (purple icon) is free
and is very good for doing this. You want the trigger to be very
short (less than a half second) and barely audible. Then you slowly
increase the volume until you start to trigger. At the point where
you first feel the trigger, you will probably be able to determine
where in your body you feel the reflex. Sometimes the reflex can’t
be described clearly. One person said their heart bumped. She
didn’t have an increased heart rate, just a single bump. She also
had another muscle jerk as her misophonia reflex.

Another person said, “It’s like something is growing in my
chest. I can’t describe it better than that.” Another person I worked
with, who didn’t think she had a physical reflex, tested her body
using electromyography (EMG) system which measures muscle
contraction, and she could not find any physical reflex. But when
she used the Misophonia Trigger Tamer, she felt the muscles
behind her ears jerk. Using the EMG system, she tested herself and
verified that when she heard a little trigger, the muscles behind her
ears did indeed contract. That was her physical reflex, and it was
barely noticeable. When she eliminated her physical reflex with the
Trigger Tamer, her misophonia was completely gone (no miso-
symptoms at all).

I had another person who didn’t think she had a physical
reflex, but she went to a doctor whom | work with, and he saw the
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reflex. During the treatment process the doctor had to trigger her,
and he could see a jerk in a muscle around her eye.

There was another person who couldn’t identify her physical
reflex for months. One day it was pointed out to her that she was
frowning. But she wasn’t mad. She then realized that it was simply
her misophonia reflex — a frown. Some people cannot identify a
physical reflex, even though they physically feel the trigger. If you
feel that a trigger jars your body, then you have a physical reflex,
even if you cannot identify the specific muscle that moves when
you are triggered.

All the Steps

We can expand our graph for the misophonia reaction a bit
more. The next figure shows the extreme emotional response and
the accompanying physiological response (stress response) as two
adjoining boxes. Anytime you are feeling emotions, the emotions
consist of two parts. One part is what is going on in your head —
what you perceive as the feeling, along with thoughts about it. The
other part is what is happening in your body. There are automatic
responses for emotions. If you are angry, you will have tense
muscles and increased heart rate. If you are happy, you will have
more relaxed muscles and positive sensations in your body (we
will use this to our advantage later). The last box, labeled Coping
Behaviors, comprises the things you do after you are triggered.
This includes things that will reduce the trigger, such as putting
your hands over your ears, mimicking the trigger noise, ordering
the offending person to stop, or running away from the trigger. We
will talk more about changing our behavior in each of these boxes
later. For now, we just want to recognize that they exist as different
components of your misophonic response to triggers.
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Summary

What is happening when you are triggered? It is not as simple
as it seems to someone suffering with misophonia. Misophonia is
really a two-step process.

Step 1: You hear or see a trigger. You perceive a trigger and
you have an intrusive, physical reflex. This is an aversive,
unpleasant, unwanted physical reflex.

Step 2: You feel the sensation of the physical reflex and
instantly feel irritation or disgust. This is an emotional reflex
response. The physical sensation triggers your extreme emotions.

Step 3: The extreme emotions cause a stress response. This
includes general physiological (bodily) responses associated with
emotional arousal including pressure in chest, head, and whole
body; clenched/tightened muscles; sweaty palms; difficulty
breathing; and increased blood pressure and heart rate.

Step 4: You act outwardly in a way that works for you by
stopping the trigger, getting away from the trigger, or other
behaviors that is your way to dealing with a highly distressing and
aversive situation.

From my work with clients, | find that the way their physical
reflex responds to treatment and to different strength of triggers is
very consistent with the research on reflexes. This reflex is an
acquired aversive physical reflex. An acquired reflex is also called
a conditioned reflex or a Pavlovian reflex,? which we shall discuss
in the next chapter.
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10. Human Reflexes

Our reflexes are controlled by our Autonomic Nervous
System (ANS) — the lizard brain. It controls the involuntary actions
of the body. With a reflex, your lizard brain perceives a particular
stimulus and it causes an immediate physiological response. The
stimulus can be inside of you, such as detecting a high level of
carbon dioxide in your blood causing you to breathe, or outside of
you, such as a loud sound causing a startle reflex.

Some of your reflexes are things like sweating. Can you
choose to sweat on command or not sweat? No. You go out into
the bright light, and your pupils constrict. That’s a reflex. All of
your food processing is reflex action. Your heart rate is a reflex.
The startle reflex is one we are familiar with. That’s a reflex
controlled by their lizard brain.

You have many reflexes that you were born with. These are
innate or inborn reflexes, but we also develop reflexes throughout
our lives. These are acquired reflexes. In fact, we begin to develop
these reflexes the day we are born.?* This process is called classical
conditioning, or Pavlovian conditioning. As you may know, Ivan
Pavlov was doing research on digestion and salivation using dogs
in 1901. One experiment was to measure the amount of saliva the
dogs produced when eating various amounts of meat. He
discovered that dogs were producing saliva before they ever ate the
meat. So he designed an experiment to see if he could cause the
dogs to produce saliva when he rang a bell.?®

He gave them the meat, and they would produce saliva.
Slightly before he gave them the meat, he rang a bell. Then he
repeated the pattern of bell-meat-saliva, bell-meat-saliva. Then,
bell-no-meat, and they still produced the saliva. What happened
was there was a pairing of the bell and producing saliva because of
the meat, so that after repeated pairings, the lizard brain learned
that after the bell, its job was to produce saliva — and it did! The
stimulus (the bell) and the response (producing saliva) locked
together because the lizard brain observed what was happening
over and over, so it decided to automatically fire off the reflex
because of the stimulus. For years scientists thought it was the
association of the bell and the meat that caused the reflex to
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develop, but recent research has shown that it was the association
of the bell and salivation.?®

Viewing a conditioned reflex as an association between a
stimulus and a physical response is particularly significant to
misophonia. When | first began studying misophonia and how the
misophonic reflex develops, | noticed that there was no
unconditioned stimulus (one that would cause the reflex like the
meat caused salivation). However, we find a consistent pairing of
the trigger stimuli and the initial physical reflex of misophonia,
which is generally an unconscious action of the individual.

Developing a reflex is a time sensitive process. To acquire a
conditioned reflex response or acquired muscle reflex in humans,
the critical timing is about half a second.?” Suppose | had a bell
(bing) stimulus and | poked you. Then we repeated bing-poke,
where the poke comes half a second after the bell. You will start to
flinch after the bing sound, even though I don’t poke you. The
timing needs to have the poke occur within two seconds after the
bing sound, but half a second is the strongest time delay for
acquiring a muscle reflex.

Usually with conditioned reflexes, when you stop forcing the
reflex response, the reflex dies out. In the bell-meat-saliva case, if
you completely stopped providing meat, the reflex (producing
saliva after the bell sound) would die out. But misophonia reflexes
don’t die out. I asked myself, “Why not?” The obvious answer is
that there is something about experiencing a trigger that is causing
the misophonia conditioned reflex to be strengthened. What
appears to happen is that you are hearing the trigger (e.g., the
crunch sound) and you are having the reflex response. But then
you are getting an emotional boost (which tightens the muscle
more), so your lizard brain is comparing the crunch sound to a very
tight muscle even though the lizard brain only tightened it halfway.
So the lizard brain says, “Next time I should tighten the muscle
harder.” It seems to be the effect of the emotional response after
the trigger that causes the reflex to strengthen, so the misophonia
reflex doesn’t die out.
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Deni’s Story: Misophonia as a Conditioned Reflex

Here is one person’s misophonia story that clearly ties the
development of her misophonia to stress at the dinner table.

“Misophonia began for me when | was 15 years old. |
developed a strong reaction to the sounds made by my various
family members when we all ate dinner together. It was not
random chance that caused it. If you are right that misophonia
begins with children that link a sound to a very negative emotion,
then | can definitely state | made a negative emotional link with
my family eating because of their extremely adverse reaction to me
losing weight. Let me explain, so that it all makes sense.

“l was a really fat kid, always at least 50-60 pounds
overweight. My parents are overweight, and my dad and grandma
are people who equate food with love. Growing up, my dad always
wanted us to eat as much as we possibly could, regardless of being
hungry. He would praise us for it! My grandma (Dad's mom)
would always offer us a drink and a home baked dessert whenever
we would arrive and was genuinely offended if we didn't eat or
drink something on arrival, even just a glass of juice or milk. When
I was little, 1 was always happy to eat "on command”, with no
regard to whether or not | was actually hungry.

“l was the only one of us kids that was overweight because of
this. 1 have two brothers and they were both skinny as could be,
even though it seemed they also "ate on command." | could never
understand why they were skinny and | was fat. But | didn't really
worry about it except in gym class, when | couldn't pass the
Presidential Physical Fitness tests and all the skinny kids did. | felt
really down about it then. | also felt really bad one day in the
fourth grade when the school nurse took our height in centimeters
for school records, and mine was at the time, 160. She accidentally
wrote it in the "weight in pounds” space. She laughed when she did
it and said "oh my, you're only 5'3”, you wouldn't want to weigh
160 pounds!" Then | got on the scale and it read 172, and she was
mortified — went silent, said nothing the rest of the exam. Then that
summer my parents got a letter from the school suggesting | be put
on a program of increased physical activity and food intake
monitoring to help me lose a little weight. | really wasn't worried
about it, but it impressed me with the fact—now I knew | was fat
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because | was eating too much and not exercising enough. Yet |
didn't know what you could do about it, | just desperately wished |
was one of the in shape, physically fit children. | figured they got
the "skinny" genes and | got the "fat" ones, that | was just different.

“That is necessary to understand — my whole life | wanted to
be thin and in shape, didn't know how, but was not worried about
it. We come to age 15, when | took a general health class in high
school. One topic covered was the mathematics of weight loss —
calories in vs calories out, etc. This was just the ticket for me. |
learned why | was overweight. | learned all about what is in our
food, how to count calories, how to lose weight, and | put
everything | learned into practice. | started monitoring what | ate,
how much | exercised, and pounds just melted off! But | had to
reduce the amount of food | was eating, not take seconds, and so
on. My new way of eating — normal portions, and only eat when |
am actually hungry — greatly offended a few members in my
family, and they got really upset with me. Not necessarily outright
open rage, but a constant subtle theme of "you are wrong, you need
to eat when we say." It turned every single meal into a
battleground of nerves..."here's Deborah and she WON'T eat!" And
there | was thinking, "But | want to be healthy, and eating too
much isn't right." Once, my grandma made me get on her scale
once and prove that I did in fact weigh 120 pounds, not 90 like
they all thought — they all thought I was anorexic, but I was really
only eating normal portions instead of two or three helpings at
dinner, plus dessert, and so on.

“l was always a kid that highly valued making my parents
happy. It made me upset that | was making my family upset. | was
not willing to compromise good health, but I do not handle
criticism well, I never have and I didn't then. | am sure that is why
| developed my intense aversion to hearing them chew. My dad's
jaw popped when he ate, and he breathed really heavily as he ate.
That drove me crazy, and | hated myself for feeling so averse to
people | really love! | could only handle meals by plugging my
ears and usually I'd end up crying, because | knew | was being
offensive but I also knew | couldn't do anything to stop it or ignore
it. 1 didn't want to be that way, | didn't plan it. | certainly didn't
enjoy it.
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“You asked about what techniques work to deal with
misophonia. Reflecting over my life, the only thing that worked for
me is total avoidance of the trigger sound for a long time, until the
mind can relax about it. A few years ago | realized | didn't have
any reactions to people eating. But | had spent probably 6-8 years
avoiding all meals with anyone unless there was background noise
— even throughout dating and marriage | avoided it — and my
husband was very kind to play music on his iPad every time we ate
together. Maybe two years ago | realized | hadn't cared about
people eating for so long | couldn't remember the last time | cared.
It happened one day when my husband was eating something and |
hadn't put a fan or music on...and | didn't even notice it. It seems to
actually be gone, which is amazing. | had a meal with my family
not too long ago where their eating just didn't bother me. | imagine
that avoiding the offending sound for so long taught my mind to
forget that it was a trigger, and it's just gone. And the fact is — now
my family accepts that I'm a health conscious person and no one
gives me any grief about it, and | suppose there is no reason for the
trigger to return.

“But I should note, that doesn't mean misophonia is gone--sad
to say. | developed an intense aversion to the trigger of bass beats
from loud rap music a few years ago. | tried to deal with it, but the
only thing that worked was total avoidance. I'll explain. | had a
neighbor that played this stuff a few times a week, and it got to
being such an intense trigger | couldn't handle even a car driving
by playing rap. | would go into a tizzy and get either furious or
start crying uncontrollably. It didn't end until this neighbor moved
and | had about 6 months to a year (I forget which) away from it.
Now | can handle a car driving by playing rap, without any
emotional reaction. | notice it, think unemotionally that it is
obnoxious, but I don't feel anything. I feel normal about it. But the
way | dealt with it at the time was to leave the house when the
music was on, or shut all the windows and turn on fans. But
"dealing with it" was not a permanent solution, DID NOT WORK,
in the sense that I'd still get freaked out every time | heard it. |
resented having to put on a fan. | felt it was not fair. It was only
having it actually gone and getting to live a relaxed, happy
existence made a real difference. | don't suppose you can call that
cured, or overcome. The aversion to people eating, however, is
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definitely done. I'm currently struggling with a concrete pipe
factory a block away from the home we just bought a month ago.
This is getting ridiculous, | don't think I can "avoid" an entire
factory that makes noises | can't stand all day and night (24 hour
operation!), but I can't justify making our family move right away.
| really do need to solve this issue ASAP.”
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11. How Misophonia Develops

For many, a common sound suddenly starts making them
angry. Several parents have said that all of a sudden their child
exploded when they heard a certain sound. So misophonia may
seem to happen automatically, like someone turned on a light
switch, but data support the view that misophonia actually
develops in individuals through experience with the world around
them.

Genetics and Misophonia

Research indicates that there are genetic factors that make
one person more likely than another to develop misophonia.?® One
study found that individuals with Sensory Processing Disorder
(SPD) were more likely to develop misophonia. SPD is primarily a
genetic condition, so if a child has SPD genes, they are more likely
to develop misophonia. There are other genetically influenced
conditions, such as anxiety and bipolar disorder which have strong
genetic factors. The more often a person experiences distress,
conflict, tension, etc., the more likely they are to develop
misophonia. | discuss this in more detail in the chapter Misophonia
and Children. There are definitely genetic factors that make one
person more likely to develop misophonia that another. We all
probably know people who are almost always calm, and others
who are easily irritated/distressed. A person who is almost always
calm is not very likely to develop misophonia (noting that outward
appearances can be deceiving). But genetics alone does not cause
misophonia.

Environment and Misophonia

Even though there are genetic factors, it still requires
experience with the trigger sounds for misophonia to develop. But,
somewhat surprisingly, it doesn’t take long to develop a
misophonic trigger.

I initially thought misophonia was caused by some traumatic
event. I was wrong. People told me things like, “I sat by my
grandmother in church and she was sniffling and her sniffling
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became my first trigger.” Another person told me that they
developed misophonia to their stepfather chewing his food, and
that they dearly loved their stepfather (no trauma here).

A woman shared that when she was a little girl, her brother
would smack his lips, and their dad would reprimand him. Brother
smacks the lips, daddy yells at brother; brother smacks his lips,
daddy yells at brother. So brother smacks, daddy yells, she cringes
(a physical/emotional response). Because she was a sensitive little
girl, she was experiencing this physical/emotional response that
went with her feeling, “Don’t yell, Daddy.” Her lizard brain began
pairing the sound of her brother smacking his lips with her
physical response that happened when daddy yelled. Her lizard
brain learned to respond to her brother’s lip smacking at the dinner
table, but the first trigger she remembered was her brother
smacking his lips while eating pancakes at breakfast. At the dinner
table, her response was to daddy being upset, but at breakfast,
daddy wasn’t there. There was nobody to yell, but her little lizard
brain heard the smack and jerked her body, and the misophonia
emotions flooded into her brain.

The following are some cases that illustrate how misophonia
can develop.

John’s Story

Consider the case of John, an individual 1 met at several
misophonia conferences.?® Now a middle-aged adult with
misophonia, John recalled developing his first trigger. He shared a
bedroom with his brother. John suffered from anxiety as a child.
One night, he was unable to sleep. His brother had allergies and his
breathing produced an audible nasal sound. After hours of hearing
his brother breathe, John went to the couch and slept. From that
night on, he was triggered whenever he heard his brother breathe.
This type of experience, where one stimulus (sound) starts to cause
a reflex response, is called Pavlovian or classical conditioning. The
nasal breathing sound became associated with the physiological
response®® from the distress John experienced. For John, the
physical response was tightening his shoulders. There may also be
an association of the sound and the emotional distress experienced
from anxiety, inability to sleep, and annoyance aroused by hearing
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the breathing sound. When he heard the sound later, it elicited the
conditioned physical and/or emotional response. It seems that it is
more the physical reflex response than the emotional response that
becomes associated with the trigger (nasal breathing), and then the
emotions follow.

Carla’s Story

Carla, age ten, came to the clinic with a primary misophonia
trigger of her brother chewing. She said that when she heard the
trigger, she felt immediate rage but no physical response. Carla
often had conflict with her brother at the dinner table. Her mother
reported that when arguing, Carla would stand, extend both arms,
and demand that her brother stop staring at her. This was behavior
that included tight arm, shoulder, and leg muscles. In this setting,
she also heard the sound of her brother’s open mouth chewing. At
the clinic, a low-strength recorded trigger stimulus caused a visible
jerk in Carla’s arms and shoulders. When asked what she felt, she
reported feeling the contraction of muscles in her arms and legs,
but no anger, rage, disgust, or weaker precursors of these emotions.
It seemed that the trigger stimulus caused the contraction of the
same muscles that were contracted when she was arguing with her
brother, which supports the hypotheses that misophonia develops
as a Pavlovian conditioned reflex and that the initial reflex
response to a trigger stimulus is a physical reflex.

Connor’s Story

Connor, age twenty-four, came to the clinic for treatment of
misophonia with severe auditory triggers of chewing, sheezing,
mouth breathing, and smacking lips, and a visual trigger of
someone touching their glasses. He had developed misophonia
while serving in the Marines in Afghanistan two years earlier. He
reported that he also had a current diagnosis of PTSD. In
Afghanistan, it was common to go on patrol as a squad, and upon
returning to base to be in close quarters for eating. When tested for
his initial physical misophonic reflex, his head visibly turned to the
right, and he reported that he felt contraction of the muscles in his
right arm and made a fist. The response was the same whether the
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trigger sound originated from his left or right side. This response
seems similar to orienting to a sound of danger on his right side.
The misophonic triggers did not elicit PTSD responses.

Baden’s Story

I mentioned Baden’s story briefly in Chapter 7 as the
individual with a trigger to mockingbirds. Baden was in good
health, in his early thirties, with no history of mental health
problems. He presented with misophonia trigger stimuli of
mockingbird chirps and lesser triggers to some other birds. One
year earlier, mockingbirds had built their nest near Baden’s
bedroom window. Mockingbirds have a unique characteristic of
chirping both day and night. The chirping prevented Baden from
sleeping and, over time, he developed a misophonic response to
each of the five distinct calls of the mockingbird. Since then, he
experienced an expansion of trigger stimuli to other (but not all)
birds, though the misophonic response to other bird chirps was less
severe. Baden’s physical reflex was a “chill” on his upper arm and
a sensation on the sides of his head.

Paul’s Story

Consider the case of Paul, a middle-aged professional in good
mental and physical health. He accepted a position in which he
often received phone calls about problems he needed to handle.
Paul developed a chest muscle contraction reflex to the default
ringtone of his cell phone. It may be presumed that the chest
muscle contraction was a physical response that accompanied the
emotional reaction associated with the stress of the phone calls. He
changed the ringtone, and the new one did not elicit the reflex;
however, in time, the chest muscle contraction reflex developed to
the new ringtone. He changed the ringtone several times, with the
same result each time. Finally, he set his phone to vibrate only, and
the reflex developed to the vibration ring of the phone. He also
triggered to the ring of a phone on television, so it was clear that
the sound elicited the reflex, independent of the caller or purpose
of the call. In Paul’s own words, “I hear the ring and my chest
muscles jump, and I don’t like it!” Paul’s presenting problem was
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limited to his irritation with the physical reflex. He did not
experience any emotion similar to those accompanying the
stressful phone calls. This reflex did not restrict or impair his
activity in any way, but was still an aversive reflex to a typically
occurring sound. | propose that any aversive muscle contraction
reflex to sound or other stimuli could be termed a misophonic
reflex.

Misophonia — An Aversive Conditioned Reflex

These cases support the assertion that misophonia is an
aversive Pavlovian conditioned reflex that develops when a person
is in a state of distress and hears a repeating sound. In most of
these cases, the sound could be a source or contributing factor for
distress. In the case of Carla, it is not clear that the sound
contributed to her distress, but the sound was being made by the
person who was the source of her distress.

To develop the reflex, you have to have a state of distress and
hear some repeating sounds. One way this happens is to experience
distress where there is also an irritating sound that increases the
distress.

Think of an open hand as a distress indicator: | got a little
distressed (fist 25% closed); I heard a crunch (fist 50% closed); |
heard the crunch again (fist 75% closed); | heard the crunch yet
another time (fist very tight). I now have this extremely tight-
muscle distress that is paired with the crunch sound. The next time
| hear that crunch my lizard brain may not pull the muscle 100%
tight, but it may pull it 25% or 50% tight. That jerk of the muscle
to the trigger sound is misophonia.

The other possible situation is when you have tight muscles
or a reflex for any reason and hear a repeating sound. You need to
notice the repeating sound and have a slight increase in muscle
tension. This can create the acquired reflex in your lizard brain. So
simply being put in distress and noticing a repeating sound (or
sight) may also create misophonia.

Both of these scenarios are explained by the fundamental
neurological process called classical conditioning that we
discussed earlier in this chapter. Viewing misophonia as a
conditioned reflex helps us understand how misophonia develops
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and how new triggers develop, including visual triggers. This also
implies that misophonia is not a sign of a defective brain. Rather, it
is the sign of a properly functioning lizard brain, whose job is to
protect you and help you adapt to your environment by developing
acquired reflexes.

Note the emotional response of misophonia is also a
conditioned response (a conditioned emotional response or CER).
As mentioned previously, the fMRI study by Sukhbinder Kumar3!
provides strong evidence that the emotional response of
misophonia is a learned (or acquired) response and not a hard-
wired response in the brain. The emotional response of misophonia
is still an involuntary emotional reflex, so we should not expect the
individual with misophonia to simply control their emotions. As a
conditioned emotional reflex, it can be changed, but such change
requires effort and takes time (and often professional help).
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12. How Triggers Spread

Triggers can spread like an infectious disease. If | kiss my
grandkids that have a cold and then | kiss my wife, my wife ends
up with a cold. The grandkids had contact with me, and then | had
contact with my wife. So if | have a trigger sound and it comes in
contact with some other sound, | can go away with two trigger
sounds. This doesn’t mean that you can pass a trigger on to another
person. It means that anytime you are being triggered, and there is
a repeating non-trigger sound or sight, you can develop a new
trigger.

Here are some examples. Suppose you have a trigger to
crunching, and while you are sitting at the dinner table being
triggered you start noticing that the people are making sounds with
their forks on the plates — the clicking. That clicking can become a
trigger sound. You may trigger to the crunching at first, but you are
also noticing that the person’s sniffling at dinner table. Now you
go away with crunching and sniffling triggers. You trigger to the
crunching of one person but then you start noticing the eating
sounds of other people at the table. You might then trigger to
eating sounds from all of them, and then you start triggering to
everyone in the world.

When a non-trigger sound occurs at the same time as a trigger
sound, or while you are still upset from a trigger sound, the non-
trigger sound can become a new trigger. The same thing is true
with the visual triggers. Misophonia almost always starts with an
auditory trigger, but any repeating visual image that occurs while
you’re being triggered can become a visual trigger. For example,
consider gum chewing. You trigger to the popping sound of the
gum, and then you see the person’s jaw moving. Seeing the
person’s jaw movement becomes a new trigger. When this
happens, the jaw movement becomes an independent trigger. Even
if you do not hear the sound of gum popping because you are
wearing headphones or earplugs, seeing the jaw movement will
still trigger you. In fact, a person with misophonia may notice a
person in another car chewing gum. There is no sound, but they
may trigger to the visual of their jaw movement.
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Individuals often think that the visual stimulus is a trigger
because it reminds them of the auditory trigger or because they
think they will hear the auditory trigger. This logic makes sense,
but my research indicates that the visual trigger becomes an
independent, self-sustaining trigger, so that even if the person
never heard the auditory trigger again (such as using headphones)
the visual trigger would persist. Later | will discuss the case of a
woman who triggered to the sound and sight of her husband
scratching his beard. With treatment, we greatly reduced her
response to the sound trigger, but that had no effect on the visual
trigger. This indicated that, unfortunately, the visual trigger was an
independent, self-sustaining trigger.

Brent’s Story

Brent, a middle-aged man, had several visual triggers. He
reported that his physical response to triggers was a constriction of
his intestines. In the early days of working with the Visual Trigger
Tamer app, we attempted treatment of a visual trigger. Because he
was using music for the positive stimulus, a chime was included
prior to the trigger so he would know when to view the trigger
video. When he heard the chime, he would look at his cell phone,
and one-half second after the chime, he would see a very short clip
of his visual trigger. He was cautioned to keep the trigger stimulus
short so his misophonic response would be weak and brief.
Obtaining a brief response was particularly difficult because the
intestinal constriction would persist if the trigger was too strong.
We hoped this would minimize the risk of the chime becoming a
trigger. Brent reported that in an effort to speed the treatment’s
effect, he increased the trigger strength. When he did this, the
chime began to elicit intestine constriction, so the treatment was
halted.

We have since modified the Visual Trigger Tamer so that it
uses ten different chimes (a variety of sound clips) to alert the user
to view the phone, and we increased the delay from one-half
second to four seconds. However, in Brent’s case, we accidentally
demonstrated that we could create a new trigger by pairing a
neutral sound (chime) with the trigger stimulus (video clip). This
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demonstrated developing a new trigger stimulus through Pavlovian
conditioning.

Minimize Your Response

You want to avoid being tortured by triggers. If you stay in a
triggering situation, you are setting yourself up to get a new
trigger. If you can’t avoid the trigger, sometimes you can minimize
your response. These techniques will be covered in more detail in
the management and treatment chapters, but at this point, 1 will
briefly mention them. One way you can minimize your response is
to reduce the trigger reflex response by using background noise — a
box fan, noise machines, headphones, and behind-the-ear sound
generators are all great for reducing the misophonia reflex
response. If you can reduce the response, then you’re far less likely
to pick up another sound as a trigger, because you won’t be so
emotionally distressed and distraught from being triggered.

You can also reduce your emotional response by viewing the
trigger as a physical reflex. Say, “Oh that’s my little lizard brain
nipping at me. It’s not the other person attacking me.” There was a
case study with cognitive behavior therapy where the person was
able to deal with triggers in a calm way and carry on with her life.
She didn’t like the sounds, but she overcame the emotional
upheaval from triggers. If you do that, then you might not pick up
new triggers.

Muscle relaxation can also help. If you relax your muscles
instantly after being triggered, you can greatly reduce the anger
and rage that comes from the misophonia trigger. As explained
later, the key to this is practice, practice, and more practice. | had
two relatives use this relaxation technique to eliminate triggers that
were developing. In both cases, they intentionally relaxed when
exposed to the triggers, and the trigger response went away in less
than two months.

What do you do when there’s a trigger? As your first option,
if you hear a trigger, then you need to be free to leave. For
example, parents of kids with misophonia should remember that
your child needs to be free to get up and move away from the
dinner table without you saying, “Oh, again!” If you grumble or
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complain, your child is not really free to leave. Your child needs to
be free to move away from the trigger.

You need to avoid and escape the triggers (until you can learn
to relax and stay calm when exposed to triggers) because tolerating
strong triggers will only make your misophonia worse. If you have
misophonia, it’s up to you to protect yourself. A person doesn’t
have to be screaming or yelling or complaining to be sitting there
getting triggered. You know when you are being triggered, so
move away from it. Use noise canceling or noise isolating
headphones and a noise app. Playing white/pink noise through
these headphones may completely eliminate your auditory triggers.
The Bose QC20, QC25, QC30, and QC35, and Parrott Zik 2 and 3
noise cancelling headphones are unique in their ability to block out
single occurrence sounds (triggers). 1 am sure others will come to
market that match these, but presently, I don’t know of any.

Noise isolating headphones combine earplugs with
headphones. The Etymotic MC5 comes with three styles of
earplugs and has small speakers in the center. There are also the
Peltor E-A-R buds by 3M. Both of these block triggers better than
the noise cancelling headphones listed above, but are not as
comfortable for extended wear. Noise isolating headphones block
higher frequency triggers, like sniffing, but noise cancelling
headphones do not.

You should also do the things that will improve your overall
wellness, such as getting sufficient sleep, eating properly, diet,
exercise, and muscle relaxation practice. These things help your
mood and well-being, and the better you are feeling the less your
misophonia is going to impact you. The less it impacts you, the
less likely you are to pick up new triggers.

There’s a second way that you can get a new trigger, and it’s
the way you got your first trigger: by pairing the response of the
distress situation with a repeating sound. This is for sounds that are
not yet established triggers. To reduce the distress when hearing
that irritating sound, just think of the world around you as a noisy
place. It’s not a personal attack on you. It’s just environmental
noise. It is life going on around you. Those noises are positive to
someone or something, so try to put a positive spin on it. Try to
relax about it. A good example of this was my wife reacting to my
electric toothbrush. Luckily she didn’t develop misophonia from
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this, but she could have. | have used an Interplak electric
toothbrush ever since my mother gave me one twenty years ago.
My wife would beat me to bed and start relaxing and chilling out.
She was trying to read and relax, and | was in the bathroom with
that noisy toothbrush. She said to herself, “That’s so annoying. I
wish he’d stop. Why does he have to use that stupid toothbrush?”
She was emotionally upset, and there was a physiological action
occurring also. That’s just the type of situation where a person
acquires a misophonic trigger. We are not sure if she actually
developed a misophonic trigger, and if so, how strong it was. But
she was consistently responding to that sound. One day she
thought, “It’s just an electric toothbrush. Lots of people use an
electric toothbrush, so if Tom wants to use one, he has every right
to.” After that it never bothered her again.

There’s something about putting a positive spin on sounds
that helps you let them go. As I mentioned before, there’s
something positive about a lot of these sounds, even if it is only
positive to someone else. For example, the sound of someone
eating a chip might upset you, but it might be their comfort food
that somehow makes them feel better. Think about it from their
shoes, for their sake.

Distract yourself. Sing a song, say a poem, squeeze an object,
focus on wiggling your toes or something, but get your mind off
the sound by doing something else. Relax your muscles, and if you
can’t relax or ignore it then you should escape — get away from it
because distress plus a repeating sound is a way that you develop
another misophonic trigger.

| have worked with a few people that have two misophonia
initial physical reflexes. For example, their jaw would clench in
response to sounds of eating, and their shoulders clench in
response to sounds of typing. That means that they developed
misophonia twice. Many people don’t. Many people only develop
it once, and then they pick up new triggers by pairing a new sound
with a trigger sound. So try to lighten up when it comes to mildly
irritating, non-trigger sounds.

Our recent research study indicated that developing two or
more different initial physical reflexes is more common than |
thought®2. With the 26 participants in the study, about 40% had
different reflexes for different types of triggers.
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My conclusion is this: Take good care of yourself. Take
charge of your trigger sounds. Don’t let them take charge of you,
and don’t feel that you have to stay and tolerate a trigger sound. If
you stay and tolerate it then you are liable to go away with a new
trigger sound or make that trigger worse, and you don’t want to do
that.
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13. Talking about Misophonia

This chapter is about the language and the words we use to
describe misophonia. One of the problems is that we typically use
common language to describe how we feel, and how we react to
triggers. The problem with this approach is that it
miscommunicates horribly. We say things like, “I don’t like that
sound,” “That sound really bothers me.” “Those sounds upset me,”
“They annoy me” or “irritate me” or “distress me” or “bug me.”
Here’s the problem: these are common words in the English
language, and other people think they know what they mean. For
example, you say, “I don’t like that sound.” Well, I don’t like
cooked turnips. Since | know what it means to not like something,
| think that the way | feel about cooked turnips is similar to how
you feel about crunching. I think, “Okay. I understand what you
mean. You should just get used to it.” But I’'m clueless about what
you are really experiencing. Or if you say, “That sound really
bothers me.” Well, houseflies bother me. So | know what it means
to have something that bothers you. So I think I understand what it
means for you to get triggered. But I don’t understand. I’'m clueless
still.

This is why I suggest you use the word “trigger.” A particular
sound “triggers” me. The listener is going to think or say, “What? I
don’t know what you mean.” Now you are starting to
communicate, because the person really doesn’t know what the
trigger is like.

Or if you say, “Oh that sound is one of my triggers,” or “That
is a trigger for me,” then they are going to say, “It is something
that I don’t understand. It’s not something that you just dislike.”
We all have to deal with things that we dislike. But it’s a trigger,
and triggers are completely different than things that we dislike.
This is especially important for children because there are many
things that children don’t like. Generally a parent will expect a
child to tolerate things that they don’t like. This is a reasonable
expectation for foods, activities, and other irritating, annoying, or
unpleasant things, and is part of growing up; but it is not a
reasonable expectation for misophonic triggers.
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When you’re talking about your misophonia with a person
who’s close to you, you want to be careful to not attack the person.
If you can make it impersonal a little bit, you’re better off. So
remember the sound is detected by your lizard brain and your
lizard brain is the one that assaults you. It zaps you. It attacks you
physically and emotionally. So avoid attacking the other person.
Don’t say, “You make me so mad, I want to...” or “I hate it when
you chew like that.” Try something like, “That sound really
triggers me,” or “I lose it when I hear that sound.” You’re talking
about you and a sound (or any trigger), not the other person.
“When I hear your eating, it triggers me.” Remember it’s a reflex.
The other person isn’t physically hurting you. It’s your lizard brain
that you want to be mad at.

When describing misophonia so that others might understand,
call it a neurological condition, neurological disorder, or a reflex
disorder. Say, “I have a neurological condition called misophonia,
where certain common sounds trigger a reflex. The reflex is very
unpleasant and it causes extreme negative emotions. In fact,
getting triggered is like a physical and emotional assault. It’s like
getting slapped [poked with a stick, an electrical shock, or zapped
with a cattle-prod].” Choose the phrase you like, depending on
what you experience when you hear a trigger. And you might say,
“When I'm triggered, I can’t concentrate on anything else because
of the extreme emotions.” That is a fairly accurate and
understandable way to describe misophonia, and much more
informative than just saying, “I hear those sounds and I get angry!”
People don’t really relate to that. But everyone knows what a
reflex is and what a reflex does to you.

Here is some language that you can use when communicating
with an employer or a school. Determine what type of diagnosis or
professional endorsement your employer or school requires. If you
cannot find someone locally, I can help you find someone who can
provide the diagnosis by internet video-chat.

Here is a way that you can explain your misophonia. "I have
a neurological condition known as misophonia or selective sound
sensitivity syndrome. Because of this condition, when | hear a
trigger sound or see certain things, | experience involuntary muscle
reflexes, general tightening of the muscles, and extreme emotions.
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Then give some examples of the triggers that are causing the
problem.

“When the trigger is detected by my autonomic nervous
system (ANS), the ANS quickly constricts muscles in my neck and
shoulders [insert your initial physical response here]. This is much
like he’s receiving an electrical shock. This reaction makes it
difficult for me to stay in such an environment where | am
repeatedly receiving electrical shocks. It also makes it impossible
for me to concentrate on my work [or school] and causes
unbelievably strong emotions.”

I work with the individual to try to identify their physical
reflex, because it is easier for others to understand misophonia if
you describe the physical component of it.

By reading such a statement, people understand that
misophonia is a neurological condition and that it is a reflex. My
clients have usually been successful in getting their schools and
employers to make accommaodations for them.

I suggest you don’t say, “I can’t stand the sound of Sarah
typing on her keyboard. It makes me so angry that | have visions of
smashing her hands with her keyboard!” Or, “When Antonio
cracks his gum, I want to punch his face so hard that it knocks the
gum out of his mouth.” Both of these statements may be 100%
accurate, but they make you sound a little nutty. (Please don’t take
offense at this. If you did, read it again as if you are your boss and
see how it sounds from their perspective.) Others generally cannot
conceive that such a tiny, little, common sound could cause the
distress that you are experiencing. If you say, “When I hear
someone whistling, I get super annoyed.” Or, “I hate it when
people click their pens.” Again, it seems like an irrational response
of an intolerant person.

Choose your words carefully so that others will understand
that misophonia is unique condition that they don’t understand.
Call it a reflex, because most people understand that a reflex is
something that happens to you, and not you being grouchy, moody,
or difficult. Also, emotions are generally viewed as something you
can and should control, but a reflex is something that you cannot
control — it is an involuntary response that happens automatically.
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14. Living with a Misophonic Person

Family and intimate relationships are full of challenges for
everyone, and misophonia greatly multiplies those challenges.
Here are three personal stories from individuals living with a
misophonic person.

Living with a Misophonic Husband

“l am married to a man with misophonia. We have four
children together. Misophonia is so hard to live with. It's all-
consuming. | stress myself all the time trying to make our living
space as workable for my husband as possible. I know that he
doesn't want me to stress about it, but I love him. I don't want him
living in a place he's uncomfortable you know? That and the fact
that | don't want myself or our children to have a grumpy
husband/dad!

“l hate how it affects our children as well, we will never have
a traditional family dinner, the kids have to constantly remain quiet
in their own house, not to mention, never bounce a ball or do
activities that all children should do when he's at home.

“Whenever we have guests, I'm always playing the go
between, such as at dinner time, so that my husband doesn't get
stressed. It has completely changed my life and | have noticed that
it now affects me outside of the home as well. If I’'m around other
people when I'm out, | automatically seem to think that one of
them will have misophonia, and | start trying to do the same things
that | do at home. | can't eat around others anymore as I'm worried
that I'm being 'too loud' for someone in the room, and as | know
how difficult misophonia is to live with, the last thing | want to do
is make misophonic person uncomfortable! I've also noticed that
my children seem to pick up on it too. My son will now get angry
at his sisters whenever they do something which is a trigger for my
husband. Not because it affects my son, but because he knows that
his dad will get angry if he hears it, and he doesn't want that.
Misophonia rules the household, every decision, every action
anyone in our house makes revolves around misophonia. It's life
changing.”
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Living with a Misophonic Wife

“My wife shared your email address and your plan to put a
chapter together regarding living with a misophonic person.

“First off, my wife is awesome. We click in so many different
ways but we are also different in others, so we believe we have a
really great relationship.

“We both are on our second marriage and well into our 40s so
all the drama and nonsense is well behind us. We say what we feel
but at the same time we try not to say it so to hurt the other person.

“Act 2: Misophonia comes in. About a year ago she finally
learned that all the symptoms she has been experiencing are related
to misophonia, Ever since she has researched not only how this
started but how to, if not cure, at least cope with it. | feel | have
learned a lot too as she shares with me most of the information she
finds, which makes it a bit easier for me to understand it — a bit.

“However, there are times | feel I don't want to sit at the table
with her because | know that my 'loud’ chewing or even the reflex
of secreting and swallowing saliva will set her off. Sometimes she
asks to turn on the radio or the TV while we eat together. This
works sometimes, sometimes does not.

“We have a small dog that is getting old. At dinner time he
undoubtedly will make this [what she calls] quail noise, which to
me most of the times is inaudible, but that drives her insane. Other
times our dog would just lick himself, and that sound just drives
her mad.

“So at times it is really hard to deal with her misophonia.
Other times | understand her because, and maybe | suffer a mild
case of it as well, there is a large woman at work who breathes
very, and | mean VERY loud, to the point | just have to put on my
earphones and crank some music so | don't get distracted.

“l don't know how much of this is useful to everyone, or if it
is at all. I just know that sometimes | suffer with my wife.
Definitely not at the same level as she does, but to the point that |
make myself watch (or hear) how loud I chew so she does not stab
me in the eye with her fork while having dinner. Of course that is
just a joke but I hope that gives you an idea how | feel about her
misophonia.
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“From what she has told me her case is not so severe. She has
told me she has read about other people that just completely isolate
themselves because they have thoughts of ripping the other
person's face in order to stop the sound. I am not sure how | would
handle that if her case was that bad.”

Living with Misophonic Children

“Living with someone who suffers with misophonia is very
challenging. I live with two people, my two daughters ages 17 and
19, who suffer with misophonia. In the beginning | interpreted
their reactions to triggers as rejection and sometimes hatred of me.
| am the main trigger. This led me to feel a great deal of sadness
and even at times a feeling of hopelessness for the future of my
relationships with my girls and for them in general. One of my
girls deals with her stuff outwardly and the other stuffs her stuff.
So in the beginning my feelings were more evident with the one
that showed her anger more readily, as it took a while for me to
realize what the other daughter was going through. This is what |
think of as the dark period.

“As | began to learn about misophonia and | began to
understand what it was like for so many people, 1 began to
understand my girls more and what they were experiencing. As I
understood, my sadness for myself turned into compassion for
them mixed with sadness for all of us — for our whole family. As
we were learning what we could or could not do, we were altering
our lives for our loved ones which had its moments of being
painfully hard. | especially feel for their younger brother who
makes a full effort to do everything possible not to trigger his
sisters. | feel sad that he can't just be himself all the time.

“Fortunately for my kids, we homeschool so they are in their
own environment and can go to the solitude of their room when
they are triggered. When we spend time with their friends and are
working on projects with other homeschoolers, | have been their
advocate in communicating what is going on with them, so they
can feel comfortable with being open about this condition. This
helps my one daughter, who wears the earplugs almost all the time,
feel at ease to do that rather than get triggered.
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“As a mom of two who suffer with misophonia | have had to
go through a lot of thought processing and growing as a person in
learning how to deal with what is going on in our home. | have had
to learn to let go of my own anger that this has happened to my
girls, to our family. | have had to learn to be more and more
understanding of what they are experiencing and put that before
my own feelings of feeling rejected and hurt, and | have been
learning to talk to them more than ever before so that | can be
understanding of them. I want them to feel understood so that they
know they are loved, and because it's the only way | know to help
them. | have had to grow a lot in putting them and their condition
before my own feelings and before myself. | have had to transition
my thinking from this being a huge annoyance and inconvenience
in our life and actually think of this as a disability. This has been
part of wrapping my mind around how to deal with this effectively
for my girls.

“Misophonia has been a real challenge and trial. What they
say about a challenge or trial, that it can make or break you, has
been true for us. Misophonia has been the catalyst of personal
growth for me, which has resulted in my relationship with my girls
becoming stronger than ever before, and of personal growth for
them too. It would be hard to say that | am grateful for misophonia,
but at the same time we have grown stronger and more together
because of it, and for that | am grateful.”

You can make your life and the life of your misophonic
person better by helping manage the triggers. I know of a couple
where the man reminds his girlfriend to put on her headphones
when they are eating together, BEFORE they start eating. They can
eat together and talk when she wears her Bose QC20 headphones
with a noise app on her phone. It works for them and prevents the
death stares.

If you are living with a misophonic person, read the next
chapter carefully, especially the section on the Family Trigger
Management Plan and Using Noise. It will often be easier for you
to be proactive than your misophonic person. Make sure you are
following your Trigger Management Plan. You can smile and
execute the plan like it is something every typical family does.
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Your misophonic person likely has embarrassment or is self-
conscious about wearing headphones in public. Your attitude is
critical to helping them. At one time in my life | was worried about
going bald. My wife said, “I think bald men are sexy.” She
completely removed my anxiety about balding. You can help your
misophonic person by acknowledging that it is a real condition and
that they are suffering far worse than you. You can communicate
to them, in word and deed, that misophonia is just one of many life
challenges — some have diabetes, some have physical impairments,
and some have misophonia.

| suggest that you try to stay calm and relax. If you get
stressed around triggers, you can develop misophonia. | know a
mom who was worried that the sound of a child tapping on his
teeth would become a new trigger for her daughter. Her daughter
did not develop a misophonic response to that sound, but she did!
Mother was also concerned that her daughter (who only triggered
to brother’s chewing) would start triggering to the eating sounds of
her husband. The daughter did not, but she did! So relax as much
as you can. Smile when you can, and be as pleasant and loving as
you can.

Do not discuss misophonia when your misophonic person is
triggered or shortly after being triggered. Give your misophonic
person time to calm down. No one has rational, productive,
solution focused conversations when emotions are high. Discuss
your concerns later and look for solutions. Forward looking,
solution focused discussions can make it better. Simply
complaining about the past usually makes things worse.

Living with a misophonic person is not easy. Try to not take
emotional outbursts, death stares, and body language personally.
The emotions your misophonic person has when triggered are
reflexes. They are not choosing to be angry. It is not personal. You
probably feel like it is, but it is not. It is a reflex emotion that is
automatically inserted into their brain. They cannot ignore the
triggers. They can’t simply “not react.” They can’t choose to not
be upset. Misophonia is a real, severe impairment. Think of their
misophonia as similar to another established disorder such as
diabetes or fibromyalgia. There are treatments that help, but it
usually takes a lot of work with a professional. Your understanding
and help is critical.
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One last bit of advice is to take good care of yourself, and try
to relax around triggers (or potential triggers). | know of a mother
who was worried that her misophonic daughter might develop a
new trigger to a clicking sound of a sibling in the car. The
misophonic child did not develop a new trigger, but mother did
(and she did not have misophonia). The same mom was concerned
that her daughter would develop the sound of her father eating as a
trigger. The daughter did not, but mom did. If you have a bit of
anxiety when you hear a sound, then you likely have a
characteristic muscle tensing with that anxiety. Pairing a sound and
a physical response creates the setting for classical conditioning to
occur. Once the muscle reflex develops, you have the start of
misophonia. So relax as much as you can, and beware of
developing triggers.
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19. Misophonia or Conditioned Aversive Reflex
Disorder (CARD)

While the term “misophonia” is commonly used for this
condition and has a catchy ring to it, in the course of my
experience and research | have concluded it does not accurately
describe this disorder.

Firstly, “misophonia” — literally, a hatred or dislike of sound
— only refers to the emotional response to auditory triggers. Many
individuals have visual triggers, and there are anecdotal reports of
olfactory (smell) and tactile (touch) triggers. It has been proposed
that an extreme emotional response to visual triggers be named
misokinesia,®® which would be a second name for an aspect of the
same phenomenon.

Secondly, the term “misophonia” puts the focus on the
individual’s experience of a strong dislike of sound. Liking or
hating something is generally an evaluative process that can be
altered by thoughtful consideration, but this is generally not the
case with this condition. You can hate punk rock, but that’s not the
same thing as having an involuntary physical flinch and a
conditioned emotional response to a trigger.

Finally, the recent fMRI study by Dr. Kumar®® indicates that
the emotional response is a conditioned emotional response. The
work that we have done shows that there is an immediate physical
response®?, which is arguably a conditioned physical response.
Only emphasizing the emotional response and limbic system fails
to include the neurological workings of the conditioned reflexes
with an emphasis on the autonomic nervous system. Misophonia is
a conditioned physical reflex response and a conditioned emotional
response. This distinction has important implications for both
research and the development of treatments. Therefore, the term
“misophonia” does not clearly indicate the reflexive nature of the
condition, which can also be a source of misunderstanding when
communicating to family members, teachers, coworkers, and
employers.

All cases of sound sensitivity are not conditioned responses.
For example, Sensory Processing Disorder (SPD) is primarily a
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genetically determined condition which has very similar emotional
manifestations as misophonia. Narrowly defining misophonia as a
conditioned response disorder will help us make progress, and
hopefully get it included in the next revision of the Diagnostic and
Statistical Manual of Mental Disorders (DSM), something that
SPD was not able to achieve, in part because of the wide and
varied definitions of SPD.

| propose that Conditioned Aversive Reflex Disorder
(CARD) is a more descriptive and appropriate name for this
condition. This name puts the focus on the reflex nature of the
disorder and on the etiology of the reflex, which is classical
conditioning. It includes both the conditioned emotional and the
physical responses. CARD easily incorporates all modalities of
trigger stimuli. Specifying it as a disorder requires a diagnostic
criteria to determine a clinical level versus subclinical level of such
reflexes. This disorder presents with great variety of aversive
reflexes, where one person may have a single aversive reflex, as
illustrated previously in the case of Paul (the middle aged adult
with only a trigger to a ringtone), while another individual may
suffer a debilitating condition that causes them to be unable to
tolerate a typical work environment.

| had one client whose primary emotional response to the
trigger was fear. She had typical misophonic anticipatory anxiety
of being triggered, but felt no fear when discussing the trigger
stimuli. She had many of the common misophonic triggers, such as
sniffling, gum chewing, breathing, and coughing. Was this
phonophobia (fear of the sound)? No. It was CARD. Her physical
reflex was a gasp. When she heard the trigger stimulus, she gasped,
which jerked her body. She was easily startled, and the involuntary
jerk of her muscles startled her, causing the fear emotions. Clearly
this was a conditioned aversive reflex for her. The diagnosis of
misophonia is confusing, but she clearly fits the description for
CARD.

Additionally, the name CARD immediately helps others
understand that this is a real condition which happens to a person
rather than the person being overly emotional to something “they
should just ignore.”
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20. Misophonia Institute, a 501¢3 Nonprofit

In September of 2016, | formed the Misophonia Institute.
Michelle Lopez (psychologist and assistant professor at Alliant
University, San Diego) is Treasurer and Chris Pearson
(hypnotherapist and developer of Sequent Repatterning
hypnotherapy) is Secretary. | am President. Together we are the
directors of the Misophonia Institute.

The mission of the Misophonia Institute is to

1. Increase awareness of misophonia among individuals and
clinicians.

2. Facilitate the collaboration among and training of
clinicians on misophonia treatment.

3. Promote and support misophonia research.

We are developing committees as we have funds to support
them. We have an active Public Awareness Committee headed by
Stephan Linden. We will exhibit at the 2017 conference of the
Anxiety and Depression Association of America. Professional
awareness of misophonia is very important. We are offering
training and certification on diagnosing misophonia for
professionals who are currently certified to provide official
diagnoses, such as psychologists and licensed clinical social
workers. Our goal is to have at least one therapist per state that can
provide a diagnosis for misophonia for individuals within that
state.

As funds are raised, we hope to provide some graduate
stipends to increase research on misophonia. As our funds
increase, our work on research and awareness will increase. Our
funds are limited to donations. We ask for your help in a free and
simple way. Amazon Smile is a program where Amazon donates
one half percent of the purchase price to the charity of your choice.
Simply go to smile.amazon.com and select Misophonia Institute as
your charity. Then, when you shop at Amazon, type
smile.amazon.com instead of amazon.com. The only difference is
the donation that will be made if you go to smile.amazon.com.
Your purchase history, prices, Prime status, and everything are the
same between the two, except for the donation.
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Misophonia Institute operates Misophonialnstitute.org
website. There is a great deal of free information about misophonia
there, including a series of videos and much of the content of this
book. We will use the site to post up-to-date information on
misophonia research. Our goal is to be a source of accurate
information about misophonia and share all misophonia research.

Your support is needed and appreciated, so please set your
Amazon Smile account. If you are so inclined, please make a
donation. There is a donation link at the top of every page on the
Misophonia Institute website.
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Your Next Step

| hope this book has increased your understanding of
misophonia (or CARD). But more so, | hope that you will take the
ideas, tricks, treatments, and techniques described herein and take
action to improve your life or the life of someone close to you.
Overcoming misophonia is a process, not a single action.

Avoiding triggers will provide immediate relief, and is
important for management, but avoiding will not reduce your
misophonic response. Extreme avoidance can be debilitating and
rob you of many life experiences. To overcoming misophonia will
take sustained, consistent work, such as doing Progressive Muscle
Relaxation every day for several months, and maybe for a few
years.

Developing misophonia, including all the variations of
triggers, has taken many years. Overcoming misophonia is also a
process, where you gradually reduce your response to triggers and
allow your lizard brain (and emotional brain) to learn a new way to
respond to them. Even if you get a boost along the miso-reduction
path, by Sequent Repatterning, CBT, or other treatment methods,
you need to keep it going by relaxing when there are triggers or
stressful events. The fMRI misophonia study seems to imply that
you are more irritated than average by aversive sounds. Relax your
muscles when you are around them so that you do not develop new
triggers. If you start to develop a new trigger, relax and see if your
developing trigger will go away. It has happened for some, so why
not for you.

If you are interested in treatment for misophonia, see the
treatment provider list at MisophoniaTreatment.com. The
Misophonia Treatment Institute is committed to providing practical
information and helping you connect with a treatment provider.
There is a list of treatment providers that is ever-increasing. For
some treatments, you will need to find someone in your area, but
others can be accessed using internet video-chat, so help is
available, regardless of where you live.

There is hope for you to overcome your misophonia. | also
have great hope that with a proper understanding of misophonia,
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many other professionals and researchers will determine new ways
that will help reduce and even eliminate misophonia reflexes.
I wish you well!
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Appendices

A. Proposed Diagnostic Criteria for Misophonia

By Thomas Dozier, Michelle Lopez, and Christopher Pearson,
Directors of the Misophonia Institute

Drawing from the existing literature and clinical experience,
and derived from Misophonia: Diagnostic Criteria for a New
Psychiatric Disorder by Schroder et al. (2013), we propose the
following diagnostic criteria:

A. The presence or anticipation of a specific stimulus such as a
sound, sight, or other stimulus (e.g. eating sounds,
breathing sounds, machine sounds, hand movement,
vibration), provokes an impulsive, aversive physical and
emotional response which typically begins with irritation or
disgust that quickly becomes anger.

a. Although auditory and visual stimuli are the most
common, the stimulus can be any sensory modality.

b. The stimulus is a conditioned stimulus, which
excludes responses in which the stimulus is
unconditioned, eliciting an unconditioned
physiological response (i.e. sensory over-
responsiveness or sensory processing disorder).

c. Where a single occurrence or a small number of
stimulus instances cause the default response.

d. Where a minimal intensity instance of the stimulus
will elicit the default response (e.g. low volume
baby crying or quiet breathing). If a high intensity
instance of the stimulus is necessary to elicit the
response, then it does not support the diagnosis of
misophonia, especially if the stimulus is
uncomfortably loud or startling.

B. The stimulus elicits an immediate physical reflex response
(skeletal or internal muscle action, sexual response,
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warmth, pain, or other physical sensation). Note the
physical response cannot always be identified, but the
presence of an immediate physical response may be used to
more clearly identify the condition as misophonia.

. A moderate duration of the stimulus (e.g. 15 seconds)
elicits general physiological arousal (e.g. sweating,
increased heart rate, muscle tension).

. Dysregulation of thoughts and emotions with rare but
potentially aggressive outbursts. Aggressive outbursts may
be frequent in children.

. The negative emotional experience is later recognized as
excessive, unreasonable, or disproportionate to the
circumstances or the provoking stressor.

. The individual tends to avoid the misophonic situation, or if
he/she does not avoid it, endures the misophonic stimulus
situation with discomfort or distress.

. The individual’s emotional and physical experience,
avoidance, and efforts to avoid cause significant distress or
significant interference in the person’s life. For example, it
is difficult for the person to perform tasks at work, attend
classes, participate in routine activities, or interact with
specific individuals.

. The individual’s response is not better explained by another
disorder, such as obsessive-compulsive disorder (e.g.
disgust in someone with an obsession about contamination)
or post-traumatic stress disorder (e.g. avoidance of stimuli
associated with a trauma related to threatened death,
serious injury or threat to the physical integrity of self or
others).
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B. Misophonia Sufferer Stories

Use your voice — speak up for yourself

Misophonia basically ruined my life. At age 5, | remember
always telling my uncle he needed to go live on a pig farm. Since |
was so young no one really understood that | was actually being
serious and took me as being “cute” or “out spoken”. As | started
getting older, I caught the bad reputation of being the mean
younger child. I would violently lash out at my oldest sister after
she taunted me with these dreaded sounds and visual repetitions
(sticking your tongue out to pronounce letters, jaw popping, gum
chewing, eating food with your mouth open, teeth scraping the
utensils, keyboard clicking, game controller clicking, stomping,
shoe scuffing while walking, and my biggest trigger(s) is the sound
of liquid/food going down the throat, a.k.a gulping).

At the age of 10, | was sitting at different tables in family
restaurants which put a wedge in between my family and
ultimately my life. To this day | could never understand why my
friends never bothered me, but my family did. I was always told |
was being a brat and was always told “Angela Dawn, if you act
that way in the real world, you will get hurt. No one’s going to put
up with your crap.” I knew | was different and | craved the
attention from my family but I knew I could never be able to battle
the sounds and triggers they made. Therapy was never an option
since no one believed me. | was always so angry and ultimately it
led to a lot of other mental disorders including PTSD, antisocial
personality disorder, and severe depression.

March 2013 | attempted suicide. The stress from Misophonia
in the job | was at finally took its toll on me. Although the attempt
landed me in the psychiatric hospital, it opened my eyes to what |
needed to do in my life. | was tired of being called the mean and
rude one. | found out around this time that one of my sisters has
misophonia as well. | finally felt like I wasn't alone. Life was
pretty much difficult for me until 2014 then it got slightly easier. |
met an amazing guy who has a mild case of misophonia. We know
each other’s triggers and help each other cope as much as possible.
If you would have told me at age 10 that | would have a good life
at 23, 1 would have called you a liar. Misophonia will always rule
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my life, but it will never again bring me to my knees. If | can give
one piece of advice for others, it would be to use your voice.
Educate others so that we don't have to hide in the shadows any
more. You are not alone.

Neurofeedback Success Story

Just want to say you guys have a great website and thank you
for doing what you do. I'm 24 now and have been struggling very
badly with misophonia. It was only until I turned 19/20 that my
mom finally found out that what my mom and dad thought was
pure hate was actually misophonia. It was tough growing up
because | loved my parents but | had so much anger towards the
things (noises) they did and couldn't help myself. On New Year's
Eve 2013 | was struck in the head pretty hard and experienced
extreme anxiety and depression later that same week after going
through concussion symptoms. | took anti-anxiety medication for 2
months then quit because | felt the best | have ever felt in my life
and thought | was cured (ha ha ha). After stopping them, in the
next 2 months I felt a slow and unnoticeable decline in my mental
health and eventually had to quit my new job, start up business,
etc. and couldn't get out of bed. | started doing neurofeedback and
it was the hardest thing in my entire life (also stopping smoking
weed at the time which helped me get thru the days as a crutch). |
wasn't even aware that neurofeedback could help with misophonia
until I mentioned | had it to my therapist (which was a lot harder to
acknowledge than my depression or anxiety) Anyways fast
forward 2 years and I “graduated” my neurofeedback and did some
EMDR and what I thought was the end is just the beginning now.
I'm probably at the 98% mark now and can feel my mental state
changing with positivity. | never really notice my misophonia
anymore although 1 still realize when my brother coughs etc. I'm
able to sit thru it and | was in a stressed mood to begin with. |
know that when I'm 100% my misophonia will be gone as well as
the anxiety and depression.

I've been saying | am 98% better for around a year, but I've
been able to see things and interpret things on good days without
“going into my head” and using my inner voice. When I think of it,
that's what | feel my misophonia was all the time. Obviously
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there's a reason why a person with miso gets angry when they hear
a certain sound, but when I think of it now, it's always been using
my inner thinking voice where the anger would come from such as
“I hate that sound! Screw off!” which would be said in my head.
As I've learned to meditate and pull myself out of my inner head,
I've kind of detached myself from using my inner voice all the time
which when | hear a sound now, it doesn't even register as a
trigger. On days where | dive back into my head and am using my
inner voice too much, triggers are much more noticeable.

[Note that he had 92 sessions of neurotherapy. Most included
35-40 minutes neurofeedback. He started the treatment for anxiety
and depression. The average cost of a session was $140 Canadian.]

Coping Well with Misophonia

Hey everyone, | have been suffering with misophonia for
about 5 years now and | just wanted to share some things that have
helped me. I am by no means an expert at dealing with my
misophonia and I still have a LONG way to go but here is the
progress | have made personally.

1- It took me a long time to realize this, but the better I treat
my body, the more able my mind is to cope with trigger sounds.
When I get a good night’s sleep, eat healthy foods and eliminate
junk foods, and get out and exercise | feel loads better and my
body and mind are in tip top shape to cope with the stresses of the
day.

2- Staying busy. The more | get out and do the things I love,
the less I notice my miso. If | can't stand being around people that
day, I go enjoy nature. Go for a walk, a bike ride, a hike. Days
where | just want to mope and sit around watching television or
being on the computer or just waste the day away are bad news for
me. An idle mind is veeeery dangerous to me and allows me time
to dwell on my miso and how debilitating it can be. Going out and
living my life —even if it's away from people — gives me hope that
| do have a life to live.

3- Communicate. | understand that many people are not
understanding about miso at all and don't think it's a real thing, but
there are people out there who will understand and be a true friend.
Honestly | am terrified any time I tell a new person about my miso.
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It's embarrassing and I'm afraid that they will dismiss it as
something in my head. But the more | open up to people and talk
about it, the majority | find are more understanding than | thought
they would be, and are just glad that | opened up to them. My mom
is the one | go to when | have a really rough miso day. She doesn't
suffer from it and doesn't really understand what I'm going
through, but she listens to me when | want to rant to her about
trigger sounds or people making trigger sounds. It has helped
immensely. Even if you have to rant to a Facebook group, or even
if you have to rant to God, SOMEONE will listen.

4- Don't dwell on it. When | used to hear/see my triggers, |
don't really know why I would do this, but I would give that person
a nice long glare and just dwell on my momentary hatred of them
until 1 was... satisfied I guess? As if them knowing how pissed |
was at them would help at all. So one day | was getting triggered
by a girl in one of my classes, and rather than stopping what | was
doing and glaring at her until she stopped triggering me, |
immediately forced my attention away and tried to focus on
something else. I know, it's easier said than done, but once |
somehow got the hang of it, it helped things immensely. | just tried
to move on. I just said in my head “that REALLY pissed me off,
but it's in the past and I'm not going to let it keep pissing me off.”

5- Write things down. This may just be me, because I'm the
kind of person who writes EVERYTHING down, but | found that
once | wrote my triggers down, looked at them one by one, and
brainstormed ways on how to eliminate them or cope with them at
least, it was a way to escape the chaos in my head and organize it
into manageable pieces.

I'm still working on this and just practicing. Again I am not
an expert or professional at anything, just a 19-year-old who has to
live with misophonia. But I DO think there is hope and that we can
learn to manage our misophonia. | also believe that we would not
be given any weakness if we weren't strong enough to handle it. |
wish you all the best of luck, and I hope this is helpful to at least
someone out there! God bless.
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I’m Taking Back My Life

| just wanted to share with you an experience and small
victory with misophonia. Please feel free to use this in any writings
where it might be helpful to others!

One of the coping techniques that some people with
misophonia use is mimicking the trigger sound. Many years ago |
adopted the opposite response, in that | wouldn't do anything that
generated the same sounds that triggered me. Not because me
making the sound was a trigger, but because I felt that it was unfair
of me to ever ask anyone to stop making the sound if I wasn't also
willing to not do it.

The biggest example of this in my life was gum. Gum
popping/smacking/chewing was one of the earliest and worst
triggers for me. It progressed to a visual trigger as well. Just seeing
someone chewing across the room even though I couldn't hear it
sent my reflex response into high alert. People quickly picked up
on the fact that I had a problem with gum, and some less-than-kind
girls I knew in school liked to mock me about it. So I simply
refused to ever chew it again, and for many, many years that has
been my resolve.

| didn't realize just how much power I had given misophonia
by doing this until just recently. During our session, | told you
about how | wouldn't chew gum, and you suggested that by
actually chewing it, it might help normalize it for me and even
reduce my trigger response when others do it. | thought about this,
not sure if | was ready to visit that boogeyman in my closet just
yet. A few days later, | went to the dentist for a regular visit, and
my dentist actually suggested I chew gum for cleaner teeth. Now |
had two professionals suggesting | do the one thing that | had
sworn off, the one thing that seemed to symbolize my life with
misophonia.

| had picked up a few pieces of gum that the dentist had put
out on their reception desk and put them in my purse, thinking |
would give it a try. But a few days and then a couple weeks went
by, and I still wasn't able to face it. | found myself completely
paralyzed every time | saw those little individually wrapped pieces
in my purse. | started panicking about it, wondering if I'd ever be
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able to shake this completely ridiculous and irrational fear of
something so small and trivial.

And then | was struck by something that Dr. Marsha Johnson
said, “Misophonia is a thief, a monster, a silent and invisible
hunter...Misophonia is unfair, it unceasingly picks at life and
changes without reason, it asserts itself into occupational, school,
and family settings, it will not play by the rules, there are no rules,
and if there were, it would just cheat and change them all the
time.” Here | was thinking that | was playing by the rules and
being fair to those around me, when in reality, | was being
manipulated and played by the misophonia monster. | had never
thought of misophonia as an entity separate from me, personified
by its own description. | had always felt defined by it, that
misophonia might as well be my name because it would always be
part of who | am. For the first time, | thought about misophonia as
something else, as the thief and monster that it is, and realized that
| was choosing to let myself be defined by it. I've spent half of my
life trying to play by misophonia’'s made-up rules, not knowing that
there was another way to play the game.

Once | was able to see misophonia for what it is, and untangle
myself from it, suddenly the gum in my purse seemed totally
normal and non-threatening. | was in the car, listening to some of
my favorite music, and just casually chewed one of the pieces of
gum. It seems like such a small and trivial thing, and in the
moment it was, but it's also a milestone in my life. It's a step
towards taking back the reigns of my life, and standing up against
the jerk that is misophonia. Everything seems scarier in the dark,
but if you can shine a big spotlight on it and see it for what it really
is, our minds are able to draw much more rational conclusions, and
| think that's what we need to do with misophonia. Don't let it keep
pulling us in the darkness, to keep hiding from the world and from
ourselves. Keep the light on it, until it shrivels up into the tiny
speck it deserves to be.

I hope that this might be helpful to someone else who may be
struggling too. And for people who don't have it, maybe this will
help give insight into what it's like. Not every day is a victory, but
| think it's important to celebrate and acknowledge the wins, no
matter how small. So thank you for your encouragement and
advice! I'm still working through the PMR, and breathing exercises
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have also been helping. | have a long way to go, but I'm
committed!

I Got Social Security Disability for Misophonia

Unfortunately, | have not made any improvement, but | have
learned some coping strategies. | hate the sound of lawn
equipment, brakes squealing, etc. so | bought Bose speakers for my
computer where | play music or some type of background noise. |
also frequently have sound machines on such as in the living room,
and bedroom. My biggest issue the past three months has been
with migraines, which have intensified significantly. I am
researching causes for this. | have seen numerous doctors.
However, no one wants to help find the cause of a migraine.
Therefore, | am doing the research and getting doctors to perform
various tests. | started on this last week and have ruled out a few
things that could have caused migraines.

As for SSDI (Social Security Disability Insurance), I did
obtain approval. Getting SSDI is not an easy process, and many
people hire lawyers; however, | did the filing myself. The process
to get approval is very lengthy and varies by state, where 70% of
the claims are denied the first time in AL. It often takes 3-4 appeals
to obtain approval and having doctors, and people like you to write
letters. | believe the average in Alabama is 474 days. The
following link from 2010 shows each state average

http://www.disabilitybenefitscenter.org/blog/social-security-
disability-processing-time

The key to getting approval is providing Social Security with
details. | prepared a binder, which probably consisted of a ream of
paper. | had a table of contents listing every doctor, counselor, etc.
that | had seen with all the contact information. I sent them copies
of all of my medical records and receipts where appropriate. |
provided numerous articles on misophonia and hyperacusis and
highlighted research from credible sources such as Mayo Clinic or
John Hopkins, etc. Of course, I included a 3-4 page introductory
letter explaining my history. You may be anxious to file. However,
| do not recommend doing it unless you put in considerable hours
in providing details. If one applies for SSDI without details, they
are practically guaranteed a denial. | suggest taking the extra time
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and do it correctly the first time. Either way, you will eventually
have to provide the information. In my situation, | had to file a job
accommodation request. Before this, | met with a local attorney
and later an employment lawyer in Birmingham, AL. Both
attorneys and | knew my employer of 18 years would find another
reason to terminate my employment. Due to this, | started building
my binder. Eight weeks after the filing, | was not fired because of
the ADA issue; my position with the company had been
eliminated. It took a lot of time to complete the binder, but I was
approved in 120 days. Social Security never asked me a question
as everything was given to them up front. The binder weighed 4.96
pounds.

| filed in mid-June 2016, was approved in October, and
started receiving payments in December. This is not the norm.

A Painful Life with Misophonia

| decided to write my personal story of misophonia in hopes
that others may not feel so alone in their suffering, as | had for
most of my life. I am now 55 years old and have had misophonia
since being a little girl, exact age unknown (maybe 5 or 6). | just
always remember having this problem, “misophonia”.

It was just a couple of years ago now, as | was talking with
my therapist about my symptoms, that it was revealed to me. It was
a wonderful moment, yet, at the same time, a sad moment when |
was told there was a name for what | had been experiencing my
whole life. The wonderful part about it was that it gave me a
feeling of “validation”, that [ wasn't alone with this anymore, that
many other people were experiencing the same thing as | was. The
sad part was that there was no known cure or successful treatment
that | knew of, as well as the fact that my struggles would
continue. Now, though, I could learn from others and hopefully
find additional coping skills that I could use in my life. Wow!
Finally, finally I didn't feel so alone, so crazy! | had no idea there
were other people with this “disorder.”

As a very young girl, I would get terribly upset anytime
someone ate within my hearing distance. The sound of crunching,
smacking lips, gum-chewing, popping bubbles inside of the mouth,
talking when chewing, open-mouthed chewers, slurping, anything
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relating to the process of mastication triggered me to no end, with
me feeling intense anger, rage, even feeling violence! Even just the
sight of someone about to put something in their mouth would
trigger me. As a young child, I had no idea WHY this was
happening to me, and everyone around me, especially my family,
caused me great inner turmoil (my father in particular, because he
was the loudest and rudest eater on earth, in my opinion, and was
just LOUD most of the time, embarrassing, and an alcoholic). My
reaction, impulse was to try to control my surroundings, and the
only thing I could do was voice it verbally, mostly to my siblings,
by asking them to stop eating so loud. When this didn't work, it led
to me yelling at them and sometimes even lashing out at them
physically. Their reaction was to get upset at me, to yell back, to
give me the “evil eyes”. The only other thing I could do was to
retreat to my room in tears where I would cry for a while, feeling
depressed, wondering why this simple process of mastication
triggered me so greatly. It seemed that no one in the world could
understand what this was doing to me, literally NO ONE! I felt so
alone and misunderstood. I remember even being spanked by my
father because of my behavior. | was in a predicament, not
knowing what to do.

My life changed gradually from being a “loud”, even sort of a
brat, | guess, around other kids, to the point of withdrawing
socially and emotionally. The dysfunctionality of my family didn't
help my situation one bit. I felt like | was a prisoner in my own
home. The chaos around me, with my father being an alcoholic, the
incessant yelling that went on for years, my father’s verbal abuse
of my mother, caused even more damage to my mental health. |
couldn't sleep at times because all I heard was him yelling, voicing
obscenities towards my mother. This would go on for hours, it
seemed.

At 10 years of age, | developed severe depression, crying
uncontrollably, not even sure why this was happening. | believe it
was an accumulation of so many years of living with anxiety and
fear in my family life. This lasted throughout my teen years, still
being triggered by anyone chewing, but that wasn't the only thing.
When my mother would repetitively rub her leg, this triggered the
same feelings of rage, the “fight-or-flight” response. Even yawning
triggered me. | just learned to hold my feelings in for fear of any
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kind of conflict, shame, pretending to be fine when | really wasn't.
Suffering in silence, which was very hard to do. During my
teenage years, | was very withdrawn, had social anxiety, low self-
esteem, and this was a very sad time in my life.

In my 20s, | remember thinking that I could somehow
control, or maybe “cure”, this hatred of sounds by using logic or
reason, but this was also impossible for me. | just resigned myself
to the fact that it had control of me and that nothing I did would
make it go away. So it continued year after year, so much anger. |
just wanted it to go away.

| got married in my mid-20s, still never feeling understood,
not even by my husband. We had three daughters. After 14 years
of marriage, it unfortunately ended. My ex-husband could never
understand why | would get so upset when he ate. He would just
trigger me, | guess thinking maybe he would show me how
ridiculous I was being and to “get a grip”! | couldn't figure out how
to explain it. It just was. I felt I was being “punished” for
something | had no control over.

Our middle daughter ended up having misophonia as well.
This proved to me that there could be a hereditary factor involved,
or possibly she had just learned it from me (?), but | wasn't quite
sure. | wanted to believe there was a hereditary factor involved. I
felt the blame for this. | thought, “How could I help her when |
couldn't even help myself?” Her sisters always felt | sided with her
so this was very difficult to manage. | was seeing a psychologist
(sometime in the early 2000s, I believe) and told him about this
“affliction” I had, trying to explain what I had been dealing with
most of my life. His reaction was “laughter”! | had a hard time
trying to understand why he would laugh about something that
caused me so much anguish. I quit seeing him after that.

| am presently in a relationship with a man who | have had to
educate about it. It still causes problems in our lives, especially
since he is a very sensitive man, but at least now | have resources |
can share with him and HOPE for the future that there may be
successful treatment options on the horizon.
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Downs and Ups of Misophonia

I don’t remember exactly when it started. | just remember
how bad it was. I’d always been a nervous person, jumping at
unexpected loud noises but this was different. My first, and worst,
trigger was my mum’s cough. She too was a nervous person,
highly strung and easily offended, flying off the handle at the
slightest upset, not crying, angry. Maybe | was always slightly on
edge waiting for her to explode when | would cringe into myself,
escaping mentally if I couldn’t physically, careful to show the best
expression so as not to cause any of the anger and reproach to fall
on my head. So | was tense and nervous anyway. Then she
developed her cough.

| must have been in my teens when | noticed it affecting me.
A grating, harsh noise that would cause me to jump and plummet
into a state of panic. My jaw would clench, my chest would go
tight, a band would squeeze around my head and | would want to
scream. Any sense of peace or relaxation would vanish. My arms
would tingle with the urge to hit and punch her but of course |
couldn’t do that, nor would I have wanted to, so I just took myself
off to another room to pull my own hair, punch a wall or scream
silently at my reflection, reprimanding myself for being such a
horrible person.

I loved my mum and wanted to be happy living with her but |
was miserable because of my misophonia. Keeping it to myself,
taking it out on myself, lead to confusion, depression and despair
because I couldn’t see a way out. | tried to live on my own, or with
acquaintances, but my additional problems such as intense
‘shyness’ and fear of people, possibly what is now known as
autism or Asperger’s, meant my family were the only people |
could relate to, so I went home.

I never found peace there and in my late 20s found the
courage to go to a different town and study teaching. | managed to
make friends and lived with three other people, however it turned
out one had an irritating cough. She was in the room above me and
| often threw things across the room when she grated her throat.
Was | unlucky or were many people like this and most others just
didn’t notice? For several reasons, we are no longer in contact.
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At 32 | met a man | could tolerate and we moved in together.
A few years later he slipped downstairs and jarred his leg which
has been slightly damaged ever since. He can move about fine,
quite normally, however he now can’t sit still — his feet are
constantly circling and moving. | have to put up my hand, or an
arm, to shield my view because it drives me mad. That’s not the
worst though because with the damage, the circling motion
eventually leads to a loud crack that makes me jump and descend
into rage. It’s as though the noise has hurt me physically.
Fortunately, he doesn’t mind too much if I glare at him or let out
an angry moan, to which he apologies, even laughs, which I don’t
mind. Being able to glare and moan helps alleviate the rage and |
can bear it, especially as I’m on my own half the week, in a
detached house in the countryside with only sheep as near
neighbors. Oh and being on anti-depressants for the last 20 years
has also helped
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C. Misophonia vs. Sensory Processing Disorder (SPD)

Recently there have been some people who want to redefine
misophonia as a form of sensory processing disorder (SPD) or
sensory over-responsiveness. | think there are good reasons to not
combine misophonia and SPD, and especially not to consider
misophonia as a form of SPD. This is confusing to some
individuals who have both SPD and misophonia. The disorders are
different, though the emotional responses may be similar. I think it
is well-meaning individuals who have both disorders that are
promoting they be combined. From their experience, the two
disorders combine to create a horrible sensory problem, but the
disorders should not be combined because they are distinctively
different.

Misophonia

Autism
Spectrum
Disorder

Misophonia vs. SPD and Autism

Research on SPD has been underway for at least two decades.
It has gained increased attention because children with autism
often have sensory issues, and these are generally considered SPD.
SPD was considered for inclusion in the Diagnostic and Statistical
Manual of Mental Disorders (DSM), release 5, which occurred in
2013. But it was not included in the DSM-5, likely because there is
still strong debate over whether SPD is a real disorder. For
instance, see the Scientific American article, “Is Sensory
Processing Disorder for Real?” (September 2015 issue).
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SPD includes three broad categories. These are sensory
modulation disorder, sensory-based motor disorders, and sensory
discrimination disorders. Sensory based motor disorders and
sensory discrimination disorders do not have symptom similarities
to misophonia, so I will not discuss them further.

Sensory modulation disorder appears as a problem with the
intensity, duration, or frequency of the stimuli. It includes three
categories:

e Sensory under-responsivity — not at all like misophonia

e Sensory craving/seeking — not like misophonia. People

with misophonia avoid trigger stimuli.

e Sensory over-responsivity — appears to have similarities

with misophonia

Sensory over-responsivity (which | will call SPD from here
on for simplicity) shows up as fearful, stubborn (or other negative
behaviors), and self-absorbed behavior, in response to strong/loud
stimuli. It may also include distress, anxiety, anger, and other
strong emotions when exposed to stimuli, especially when the
stimulus is prolonged. For example, an SPD child may have a fear
response when hearing a toilet flush, but if he is forced to stay
close, and there are repeated flushes, his emotions and behavior
will escalate. Sometimes the emotions and extreme behavior
happen instantly. It is common for children with SPD to have
meltdowns. Emotional distress, meltdowns, and negative behaviors
are common with misophonia. With misophonia anger, anxiety,
and disgust are the most common emotions. Misophonia may also
include a fear response, but rarely includes self-absorbed behavior.
Children (and even adults) with misophonia often have meltdowns.

One big difference with misophonia and SPD is the age of
onset. SPD is generally present at very young ages. It shows as an
infant who is upset by a loud toy, or a toddler who is afraid of a
vacuum cleaner. One of my grandkids could not tolerate the sound
of the toy grill on the playhouse, so | muffled the speaker. With the
volume reduced, the sound was no problem. Misophonia can
develop at any age. About half of those with misophonia had onset
by age 10. But misophonia does begin in later years for some. A
recent study | conducted shows about 5% of individuals had onset
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of misophonia as adults, and for some, it did not begin until they
were in their 50s.

With both misophonia and SPD, a person has a strong
emotional response to auditory or visual stimuli, but SPD triggers
and misophonic triggers are very, very different. The two
conditions have, by the basic definitions of the disorders, mutually
exclusive trigger stimuli.

Auditory Trigger Stimuli: SPD triggers are volume based.
Auditory SPD triggers are loud sounds such as a vacuum cleaner,
toilet, loud toy, fireworks, etc. Misophonia triggers are content
related and soft sounds. Examples include the sound of someone
breathing, father chewing, soft sound of music through walls,
typing, sniffing, etc. Therefore, auditory triggers for SPD and
misophonia are almost exactly the opposite. SPD triggers are loud
and do not depend on the content or source of the sound.
Misophonia triggers are soft sounds which must have specific
content/meaning. This alone indicates that SPD and misophonia
are distinctively different conditions based on the definition of
auditory trigger stimuli.

Visual Trigger Stimuli: As with auditory triggers, visual
triggers are based on the intensity of the trigger for SPD vs. the
specific image for misophonia. SPD triggers include bright lights
and fluorescent lights. Misophonia visual triggers include such
things as seeing a person chew gum, bouncing their leg, or
pointing with one finger. Again, misophonia triggers are low
intensity with specific meaning/content/context, and SPD triggers
are high intensity.

Tactile Trigger Stimuli: SPD sufferers are often very
sensitive to touch, such as tight shoes, clothes tags, being touched
by another person, or certain textures. Tactile sensitivity is very
common with SPD, but tactile triggers are almost non-existent for
misophonia.

It is just my guess that the individuals who are claiming that
misophonia is a form of SPD are well-meaning individuals who
experience these together as one complex condition, who are not
aware of the distinction between the conditions, and who are trying
to get more research and public awareness for SPD. | think they
truly believe these conditions are related. There was even a peer-
reviewed journal article by academic researchers (Sensory
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Intolerance: Latent Structure and Psychopathologic Correlates by
Taylor, et al., 2014), which called misophonia “auditory sensory
intolerance” and suggested it should be a form of SPD. But in their
SPD study survey, participants were asked to rate their tactile
intolerance by responding to the statement, “I am very bothered by
certain tactile sensations, such as clothing textures or tightness;
substances that feel sticky, greasy, or wet, or activities like haircuts
or cutting my nails.” Auditory intolerance was assessed by the
item, “I am very bothered by certain auditory sensations, such as
the sound of alarms, sirens, appliances, or background noises like
people talking or ticking clocks.” Clearly these measures would
not be used for assessment of misophonia severity.

When we reviewed this journal article while preparing the
manuscript of Misophonia Phenomenology, Impact, and Clinical
Correlates (Claiborn, Dozier, Hart & Jaehoon, in peer review), we
noted that the Taylor article “investigated sensory intolerance to
tactile stimuli and to loud or constant auditory stimuli.” We
concluded that “this definition is inconsistent with the description
of typical trigger sounds in the misophonia literature (Edelstein et
al., 2013; Jastreboff & Jastreboff, 2014; Schrdder et al., 2013).”

Comparing misophonia and SPD is like comparing influenza
and malaria. Symptomatically, both cause high fever and make you
feel horrible. But one is a viral infection and the other bacterial.
The treatment is completely different.

My heart goes out to anyone who has either of these
conditions, and especially to those who are suffering from both.
But please, for the sake of both SPD and misophonia research,
management, and treatment, let’s be clear that they are
distinctively different conditions. Misophonia can learn from SPD
research, and SPD can learn from misophonia research, but | do
not consider them to be forms of a larger, similar condition of
sensory intolerance. | wish success and progress to those
researching SPD, and we (and others) will push forward with
research on misophonia. May we all be successful in our valiant
efforts to help those with either or both of these conditions.
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