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Introduction
More Than a Neat Freak

I check things a lot, think I've hit people when driving, seen bodies in
bushes, have contamination fears. . . . My OCD is mostly focused on pre-
venting any harm coming to other people.

—Miles

Aged thirty-nine and living in the United Kingdom when we chatted,
Miles recounted how obsessive-compulsive disorder (OCD) manifested
in his life. He might be driving and worry that there was a body on the
side of the road. “Common sense tells you it was a carrier bag. But OCD
says it’s a person, and that if I don’t go back that person will die. And it
will have been my fault,” he told me. Miles and others with this type of
OCD can get caught up in a cycle of checking to make sure they did not
hurt someone, without evidence something bad occurred.

Miles came to believe OCD entered his life in his teen years. He felt
that he had a good childhood, and when he first experienced aspects of
OCD, he did not know what was going on: “I thought maybe everyone
thought/acted like I did but that people just didn’t talk about it. I also
thought that maybe I was being punished by God.” Years later, in his
midtwenties, he read the book The Boy Who Couldn’t Stop Washing and
came to perceive himself as having the disorder. “Once I had a label for
it, I felt better;” he said. “It meant I could read/talk about it

Miles was diagnosed with OCD and depression. He took medication,
avoided certain situations, and prayed for the strength to deal with his
OCD. His symptoms came in peaks and troughs. He described episodes
of being entangled with the OCD: “It causes great anxiety and has a
physical effect—I get hot, sweat, and I think my pulse must race. It’s
very tiring and you want to get away from it in your head but can’t” He
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referred to it as something outside of him, “like it was in a box next to
me and would come out at times, beat me up and then get back in the
box. Or like a gray cloud that follows me around and sometimes rains
on me and sometimes doesn't”

Miles viewed himself as exhibiting “odd” behavior and having trou-
bling thoughts, explaining that OCD “affects your self-esteem and
makes me feel less of a man” He avoided careers that might interest him
such as working as a paramedic. Miles’s fear of harming or offending
others manifested in worries that he had written obscenities on com-
pany materials. He left one job because he kept worrying about this and
checking to make sure he had not committed such an act. He tried and
was often successful in covering up or hiding his OCD from others, but
it impacted his life in profound ways. If people noticed him engaged in
OCD-related behaviors, he believed that they tended to think of him as
meticulous in his work. They were not able to see into his inner world.
As a result of having OCD, he felt motivated to help others. He told me,
“I want to help others and feel that I can put my OCD experiences to
good use. I'd like to work in this area if possible.”

Miles felt that many people either did not know about OCD or had
a misperception of the disorder, which made it hard for them to un-
derstand. Before letting me interview him, he ensured that his answers
would be kept confidential. He believed some of what he said could
sound “bad” to others who do not know about the disorder. “I don’t
mind talking about it but worry about the judgment that is made on you
when you have a ‘mental’ condition’” However, he did have supportive
people in his life. At the time we communicated, Miles had a girlfriend
who told me, “I am keen to help him overcome his anxieties” She ex-
plained that she accepted “it is part of what makes him who he is. I don’t
even begin to understand where the impulses come from, but accept
that if he needs to look in that ditch for an abandoned baby, that's what
we will do” Miles exclaimed, “The irony is that my girlfriend sometimes
asks if something I've done is because of my OCD and it isn’t

Miles represents the way obsessive-compulsive disorder takes a myr-
iad of forms that go well beyond the stereotypes of quirky neat freaks
who want to eradicate an extra dust bunny, tackle germs, and appreci-
ate an organized home. Obsessive-compulsive disorder and associated
terms and phrases are referenced more publicly today than in the past,

!)7
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and as I wrote this book I became attuned to these mentions. On televi-
sion, in books, on social media, and in casual conversations, people say
they are “so OCD” or have OCD for liking things organized a particular
way.' Memes exist on the internet consisting of pictures with something
out of order or asymmetrical, with accompanying words joking that
such details must arouse people’s OCD. As I was writing this, I found
a phone app described as a fun OCD game in which the player is pre-
sented with ice cream cones in multiple flavors and must sort them so
that scoops of the same flavor are nestled adjacent to each other. In on-
line stores, I encountered an “obsessive compulsive action figure” with
marketing material that read, “Have You Washed Your Hands? But Have
You Done It 20 Times Today? Yes? Then You're Weird”

Obsessive-compulsive disorder appears to be almost commonplace
these days, even serving as a source of humor. Memes, products, and
commentary about OCD along these lines can frustrate those with
the disorder when these cultural products emphasize that the public
does not understand the disorder and seems to minimize and ridicule
it. This is a kind of trivialization, the process by which a condition is
made to “appear less complex, less severe, and deserving of mockery.”?
The Mighty, an online community focused on empowering people with
health issues and disabilities, therefore felt the need to put together a list
of some “OCD-approved” memes to make those with OCD “laugh” and
feel “understood.”?

In actuality, OCD can take a host of forms, and the impacts on a
person’s life are wide-ranging. Having OCD means that a person ex-
periences obsessions and/or compulsions.” These affect the person’s
functioning and/or cause them distress. A person with obsessions ex-
periences various thoughts, images, or urges that at some point in time
they deem “intrusive and unwanted,”® and which in many cases foster
anxiety. This includes people who are concerned about blaspheming
against God, worried that they might hurt their children, preoccupied
with thoughts about contamination, troubled that they might not love
their partner, upset by feelings that something just is not right, and
more. The disorder can play on people’s worst fears. Fred Penzel, an
OCD therapist, wrote, “Sufferers tend to mistakenly believe that the
obsessive thoughts are their own real thoughts, and therefore must be
important and paid attention to, rather than actually being irrelevant
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and the product of bad brain chemistry”® The OCD therapist and re-
searcher Leslie J. Shapiro explained further:

OCD seems to turn what the sufferer finds most objectionable into obses-
sions, then vilifies the sufferer for having them. . . . People who have OCD
are naturally people of good conscience. . . . Because the disorder leads
them to doubt their “goodness,” they perform rituals to compensate for
any “badness” and to prove that their obsessions are not intended. You
can see that having compassion (and self-compassion if you are a suf-
ferer) for people who have OCD .. . is the most appropriate and humane
response.”

As Shapiro indicated, in concert with obsessions or without, a person
with OCD may engage in certain ritual-like physical actions or mental
acts, which are called compulsions.®* Compulsions go beyond washing
one’s hands, checking the stove, or avoiding cracks in the sidewalk. They
may be performed in an attempt to relieve the obsessions or anxiety or
to prevent a negative situation. Inside that person avoiding the cracks
in the sidewalk may be a feeling that doing this will prevent harm from
befalling a loved one. Or, someone may feel an irrational urge to avoid
certain numbers even at the cost of getting calculations wrong at work.
The compulsions do not really make logical sense or are excessive.
(Although OCD involves thoughts, urges, images, and so on, for brevity
I will often use thoughts/behaviors as shorthand to refer to this more
encompassing list.)

People with OCD sometimes seem to have a better quality of life than
people with some other major mental disorders, but research has re-
vealed that their quality of life, especially in terms of social function-
ing, can be the same or worse compared with those with panic disorder
and schizophrenia; in some studies, OCD has been associated with in-
creased risk of suicide.” These results are shaped by the insight people
with OCD have, and how they may compare themselves against others
without mental illnesses. According to research on quality of life: “Pa-
tients with OCD in contrast to patients with schizophrenia have insight
into their behavior and are aware of the senselessness of their behaviors
leading to severe impairment of their psychological well-being”'* OCD
can reduce psychological well-being, inhibit functioning at work and
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in leisure activities, and negatively impact social relationships. Those
experiencing obsessions and/or compulsions below the threshold to be
diagnosed with OCD can face some negative health outcomes as well.

For many years, Miles did not perceive himself as having OCD; even
when he did, he tried to cover up some aspects of it when interacting
with others, fearful of how they might respond. As you walk down a
street in any part of the world, you may be passing people who have
OCD but not realize it. You may have friends or coworkers such as Miles
and not be cognizant of their mental struggles. Research on OCD has
increased, and we now recognize the disorder as affecting greater num-
bers of people than was thought decades ago.'' Millions of people, likely
at least one in fifty in the United States, will face this disorder at some
point in their lifetime (lifetime prevalence rates varying across the world
between .07 percent and 4.6 percent)."?

Medical doctors, psychologists, and psychiatrists have been work-
ing on how to understand and treat the disorder, yet in the meantime,
people must live with their OCD. Hence, I was drawn into studying it.
OCD is treatable but lacks a surefire cure. I have long been interested in
health, especially people’s practices that can be referred to as comple-
mentary and/or alternative (CAM) to Western medicine. I took a job
at a local health food store in South Beach, Florida, while working my
way through college. My experiences there ordering organic foods and
talking to people about their supplement usage inspired studies I car-
ried out in graduate school. I interviewed farmers about their choices
on whether to farm organically or using genetically engineered crops.
In other studies, I examined how people conceptualized their health
practices, especially complementary and alternative ones, and whether
certain groups like people of a particular age or health status were more
likely to use supplements such as vitamins and herbs. Next, I crafted a
schedule of questions asking people with OCD about their lives and how
they treated their OCD, anticipating that I might elicit tales of unique
uses of complementary and alternative strategies and coping mecha-
nisms. I got so much more. Without much prompting on my part, peo-
ple opened up to me. People with OCD shared their hopes, fears, and
intimate aspects of their lives, sometimes things they had not even told
their doctor or therapist. I learned about their techniques for manag-
ing the disorder and how they hid it from others. I learned about what
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they wanted from doctors and therapists. Moved by their experiences,
I broadened my research on OCD. I asked more questions and talked
to more people. A few of them have stayed in touch with me over the
course of years.

This book is based on the stories of more than fifty people who had, or
thought they once had, OCD. It is designed to provide a full-spectrum
picture of the “career” of having OCD. By that I mean the paths of those
with OCD: from the beginning before they perceived themselves as hav-
ing the disorder and when the phrase “obsessive-compulsive disorder”
may have held little meaning for them, to their learning to live with
OCD—and all the twists and turns in between.

Background

It might seem odd for a sociologist to study something that appears at
first glance to be the purview of medicine, psychology, or psychiatry.
However, sociology is at heart the study of people, and issues of health
and illness are central to the human experience. People make sense of
themselves as healthy versus sick, and they give meaning to their experi-
ences as they interact with others in society. People’s interactions with
others vary during times of wellness versus illness; people who are sick
may be unable to work, may enter into new and different relationships
with healthcare professionals, may encounter stigma, and more. We can
see commonalities in the experiences of those with a particular health
concern. As the sociologists Joseph W. Schneider and Peter Conrad
explained, disease has to do with physiology, but illness is “social”*®

Sociologists and social psychologists have long studied issues of
health and illness.'* In recent decades, sociologists have pushed for
further understanding of the entire illness experience. Having a health
problem does not end when one leaves the doctor’s office. Valuable
books have been written, for example, on living with AIDS, Alzheimer’s,
epilepsy, fibromyalgia, and depression. These are studies of people’s lived
experiences and the meaning they give to such.'®

When we provide people the opportunity to speak to us in their
own words, the depth and complexity of the topic grow. In the space of
our silence we make room for someone to tell us their truth, to tell us
something that may not be easy to hear, and which we may never have
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thought was significant. The sociologist Arthur Frank wrote a beautiful
book that recognized how stories of illness link us together in a shared
experience. Frank wrote, “Sooner or later, everyone is a wounded story-
teller. In postmodern times that identity is our promise and responsibil-
ity”'® I like to imagine his words mean that at some point in time, we
all encounter something that profoundly affects our lives and wounds
us, such as illness. When we attempt to give voice to what is happening,
to put language to the body, we create a story of who we are.’”” When
we tell our story to others, we gain recognition and ideally empathy.
As Frank pointed out, “Because stories can heal, the wounded healer
and wounded storyteller are not separate, but are different aspects of the
same figure”'®

Further, people telling their own stories of illness or sociologists
recording such narratives provides a more comprehensive picture of
health and illness. Doctors in the past talked intimately with people (in-
cluding about their lifestyle and morals) in order to treat them.'” When
we arrive at the doctor’s office now, healthcare professionals have a range
of tactics to diagnose our problems that do not necessitate talking to
us about our lives but focus more on having a conversation with our
bones, blood, and genes. According to Frank, “Folk now go to paid pro-
fessionals who reinterpret their pains as symptoms, using a specialized
language that is unfamiliar and overwhelming. . . . The chart becomes
the official story of the illness”*° But this is not the complete story. Frank
contended that we have moved past the period in which patients had
to passively surrender themselves completely to professionals and into
a period in which “ill people recognize that more is involved in their
experiences than the medical story can tell.”*'

Obsessive-compulsive disorder has been relatively neglected. Self-
help books on OCD exist. Studies on how to diagnose and treat the
disorder have been conducted, and more recently autobiographies have
been written by those with OCD about their personal experiences. How-
ever, little research has systematically looked for patterns in the lived
experiences of those with OCD from a social perspective. My goal in
writing this book is to do just that. It is particularly important because
many people with OCD hide their obsessions and compulsions and fear
stigma; it seems only a minority may have received treatment in some
contexts, and even those who seek help do not always receive adequate
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treatment.”” I believe the lives of people with OCD have lessons for us
all, including insight into the times in which we live.

Opening the Door to Understanding OCD

In order to break down stereotypes of OCD, I sought to interview as
diverse a group of people as possible. I initially recruited people from
a multitude of online groups, asking them to answer a list of questions
over email and keep a journal of their daily experiences with OCD for
two weeks if they had time; after that, I could follow up with a real-time
conversation. Soon I realized that potential participants had obsessions
and rituals that made particular forms of interaction difficult, or they
feared stigma and were wary of certain forms of contact. Ultimately, I
communicated with people through various mediums. I spoke to the
majority of people face-to-face or over the phone.?” I communicated
with others via email or online chat or exchanged letters in the mail.**
There was no support group for OCD in the city where I lived, so I
attended five meetings for a group in another city (which met one or
two times a month) when I traveled out of town periodically, listening
to what people said and interviewing eight members.

I collected detailed information from 55 participants, as well as addi-
tional data from informal conversations with people who said they had
OCD (e.g., people who did not complete the study). The core group of
55 people were located primarily in the United States (43 persons) and
the United Kingdom (10 persons), with one person each from India and
Canada (although included within my informal conversations were per-
sons from Asia and Latin America). I spoke to 23 men and 32 women.
Their ages varied widely at the time of our initial interview: 18 were be-
tween 18 and 30 years old; 26 were between 31 and 50 years old; and 11
were 51 or older.”® They were married, divorced, single, and cohabitating.
It was a relatively educated group, with many in college or having com-
pleted some years of college, but the yearly individual income was wide-
ranging, from $o to more than $250,000 (from being on governmental
assistance for OCD to multiple people earning more than $100,000). The
group was largely made up of people who identified their race/ethnicity
as White/Caucasian,*® although I spoke informally to people of other
races and ethnicities. Those who were employed held various types of

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

INTRODUCTION | 9

jobs, from government positions with the military and the Department
of Homeland Security in the United States to some in the healthcare
field. While the majority were diagnosed by healthcare professionals,
I did include people who were not (although some were being treated
by a professional). These included a few people who expressed uncer-
tainty about whether they had OCD, such as a couple of people who
hoarded.?” T was eager to speak to them because I wanted to understand
how they came to perceive themselves as having the disorder and why
they did or did not utilize traditional avenues of support. Much research
emphasizes conventional treatment, and historically, studies of mental
illness have commonly involved people who were hospitalized; we do
not know as much about non-help-seeking and other paths. When I
introduce someone in the book, I specify if they have been diagnosed
with OCD by a professional. A number were diagnosed as children, but
I interviewed one man who was diagnosed in his retirement years in his
seventies. The rest of the interviewees were diagnosed at various stages
of life.

Anxiety disorders are among the most prevalent mental disorders,
and OCD was previously classified in the Diagnostic and Statistical Man-
ual of Mental Disorders (DSM-IV-TR) as a type of anxiety disorder.”® The
Diagnostic and Statistical Manual of Mental Disorders (DSM) is argu-
ably the reigning way of classifying mental disorders. Some people refer
to it colloquially as the psychiatric “bible.”** Historically, it has fostered
consensus among professionals regarding how to conceptualize partic-
ular mental disorders, and it has helped give legitimacy to psychiatry
as a branch of medicine.*® Professionals in the field of mental health
questioned whether OCD-related disorders should form their own cat-
egory,”" and so in the most recent version of the DSM (the DSM-5, pub-
lished in 2013) they do. Obsessive-compulsive disorder, hoarding, and
other related disorders are categorized under the heading of “obsessive-
compulsive and related disorders” rather than anxiety disorders.*> Many
people I interviewed were diagnosed before changes were made to the
DSM and the conceptualization of OCD, so a handful of interviewees
who were diagnosed with OCD in the past might today be reclassified
by a healthcare professional as having an obsessive-compulsive and re-
lated disorder such as one involving body-focused repetitive behavior.
Previously, hoarding was not directly listed in the DSM (although it
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was sometimes considered an OCD symptom by professionals),** but
now “hoarding disorder” is outlined under the heading of “obsessive-
compulsive and related disorders.” This explains how the interviewees
who hoarded thought they had or might have OCD.

In general, comorbidity (occurrence of OCD and another disorder)
can be high.** Of those individuals I communicated with who had been
diagnosed, more than 75 percent were diagnosed with depression or
some other disorder (including attention-deficit/hyperactivity disorder
[ADHD]) in addition to OCD. (Some of these diagnoses of other dis-
orders could be misdiagnoses of OCD).>* When I introduce someone, I
indicate whether they were diagnosed with other mental disorders.

I complemented the interview data with a few other sources. I in-
terviewed eight family members of those with the disorder. Six of
these individuals were family members of someone with OCD whom
I interviewed; the seventh was a mother whose daughter (with OCD)
was unavailable to interview; the eighth had a young child with OCD.
Although some of the people I interviewed with OCD worked in the
mental healthcare field, I also interviewed three therapists about their
experiences treating the disorder. Along with them, I interviewed the
developer of an app for OCD that connects people to help for the dis-
order and also conversed with the administrator of an online group for
OCD. When I was writing about the importance of information and
social networks for people with OCD, I collected and analyzed 150 posts
on an online forum for people with the disorder. In order to consider
public perceptions of OCD, I conducted a web search for the phrase “so
OCD” and analyzed the content of the first fifty hits. To assess public
perceptions of OCD, I surveyed more than five hundred undergraduate
students.

As the sociologist David A. Karp indicated when writing about de-
pression, as did the sociologist Peter Conrad when lecturing on medi-
calization, a social scientist can focus on how categories such as “OCD”
are created and used by those in society.>® I recognize the power of so-
ciety in labeling and shaping people’s experiences, from broken bones
to mental disorders, but I also know the torment people with OCD can
feel and do not consider the disorder a figment of people’s (or the health-
care profession’s) imaginations. My goal is to explicate how obsessive-
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compulsive disorder becomes a meaningful explanation and category
in people’s lives, including if and how that label means different things
to different people. I take what social scientists call a symbolic inter-
actionist perspective in the book overall. A dog may represent danger
to one person, while serving as a symbol of humanity’s best friend to
another. Things have no single meaning in and of themselves.*” In in-
teraction with others, people give meaning to everything from objects
to experiences. Over time, society has come to observe and recognize
things called “obsessions” and “compulsions,” although not always in the
same way. I am interested in how people with OCD respond to current
medical/psychological/psychiatric conceptions of the disorder, and the
meanings they give to OCD beyond this, as “OCD” shapes their work
and family lives. I care about how OCD affects their sense of self. People
construct a sense of who they are as they tell narratives about them-
selves,*® as they did in their interviews with me. There may be many
people who experience what a psychologist would label “obsessions” and
“compulsions,” but for whom the label “OCD” has no meaning, and who
never question whether they have a problem or disorder. However, these
are not the people with whom I interacted, and so such issues are largely
outside the scope of this book.*

My experiences studying OCD have been different from those I had
when researching other topics over the years. I have spent time with
Buddhists, Quakers, pole dancers, and circus performers, often partici-
pating in activities with them. However, much of OCD takes place in
the mind. Even those aspects that do not, such as compulsions, left me
wondering how people felt as they performed them and how they in-
terpreted what was occurring. In a sense, I asked people to open up
their minds to me. They did so because they wanted the world to better
understand and accept them. One of the goals of this book is to let them
speak and give other people a chance to hear them at length in their own
words. It will also help those with OCD who told me they yearned to
hear more about the experiences of others who are similar to them. I as-
signed everyone an alias, allowing their stories to be connected through-
out the chapters. Although this book is not just for people with OCD
and their loved ones, my sincere hope is that the book will help them see
that they are not alone.
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Career

Hearing the life stories of people with OCD, I noticed a career-like qual-
ity to what they were saying, as if coming to see oneself as having OCD
is a process consisting of stages that people cycle through (sometimes
repeatedly). These stages are coming to see oneself as having a problem,
defining the problem as OCD, seeking help, and learning to live with
the disorder. There can be a chronicity to having OCD. Some people
I interviewed felt they had conquered their obsessions and compul-
sions. However, even when people’s OCD was in remission, sometimes
they remained vigilant, waiting and watching in case it returned, or
else monitored their children’s behavior for signs of obsessions and/or
compulsions.

It might seem unconventional to call having an “illness” a career.
However, for decades sociologists have fruitfully used the idea of a
“career” as a means to understand people’s experiences and their transi-
tions into, within, and out of various roles and activities.*’ Just as people
move through stages and transitions in their work lives, they similarly
do so when they get sick and seek treatment. Consider how becoming a
lawyer or a medical doctor involves an occupational path; achieving this
position requires particular training and credentials, as well as moving
through transitional positions such as internships. Beyond conventional
careers, researchers have studied the trajectories associated with various
roles and have revealed patterns in other activities, including becom-
ing a marijuana user or gym-goer. The career framework is a nuanced
way of understanding the stages people go through, and how people’s
understanding of themselves (and others’ treatment of them) changes
over time. Sometimes models emphasize people’s paths as patients. Be-
cause not everyone with a mental disorder seeks help, and their paths
are not purely linear, I map commonalities in the experiences of those
with OCD while paying critical attention to the complexity of people’s
individual lives. For instance, some people whose thoughts and ritu-
als were diverse went through particular stages again depending on the
form their OCD took. There was no one final end point everyone shared,
and some individuals stopped at a particular stage or skipped a stage.*!

This career framework has been especially useful in understanding
the experiences of those with illnesses. In his book on depression, Karp
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theorized that those with depression go through various stages, which
involve moving from experiencing “inchoate feelings” without labeling
them depression, to perceiving that “something is really wrong with
me,” to a “crisis stage that thrusts them into a world of therapeutic ex-
perts,” and finally to “coming to grips with an illness identity’** Further-
more, Karp explained how career stages often involve a change in how
one perceives the self: “Much of the depression career is caught up in as-
sessing self, redefining self, reinterpreting past selves, and attempting to
construct a future self that will ‘work’ better”*> When I read Karp’s book,
it changed how I perceived depression as it helped me put myself into
the shoes of the people he interviewed. It made me more empathetic
when interacting with students and friends who have depression. My
hope is to provide a similar book, but one about OCD.

The career model lets us see how the OCD experience evolves. I have
designed the bulk of this book to take the reader through each of the
different stages named earlier. For instance, we do not know much about
what having obsessions and compulsions means to people with OCD,
including how they came to perceive their entanglement with these in-
trusive thoughts as problematic and constituting a disorder. I spoke to a
therapist in Malaysia who told me:

I have encountered a lot of individuals in the traditional Asian role of a
housewife that appear to have suffered from OCD for decades (excessive
cleaning for hours to the point where their hands bleed, etc.), but their
symptoms went unnoticed (or are even praised) because culturally, it’s
considered part of their duties, even though they caused them a lot of
physical and emotional distress.

We perceive OCD as a more widespread mental health issue today
than in the past because it has become medicalized and psychologized,
in other words, conceptualized as a diagnosable mental disorder that
can be treated by psychiatrists and psychologists. Many authors high-
light how processes such as medicalization shape people’s perception
of themselves as sick with a potentially stigmatizing condition, when
before they may not have even believed they had such a problem.**
In the face of the power of the medical establishment, “patients” can
appear passive, docilely listening to their doctors and therapists as they
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are depersonalized by technological diagnostic probing and testing.*®
However, we are also living in a period that has pushed us to man-
age risk and take individual responsibility for our health. Commenta-
tors from a variety of disciplines have argued that many patients are
now more active, veritable “co-creators” of their health. In the case of
OCD, medicalization and psychologization were valuable processes for
many interviewees and ones that they promoted themselves. Many of
the people I interviewed (as well as those I observed in online groups)
actively diagnosed themselves, eagerly sought professional information,
and/or reiterated the value of current therapies for the disorder among
themselves. They did this in the face of a healthcare profession that it-
self sometimes lacks knowledge of and misdiagnoses OCD.*® They were
regularly active consumers, including advocating for more shared rela-
tionships with healthcare professionals. (Terminology surrounding the
“doctor-patient” relationship is controversial, and there does not appear
to be a substitute term that all interested parties agree on, such as “ser-
vice user” or “consumer.” As a result, I will use different terminology
throughout, selecting the term that best fits the literature or context to
which I am referring.)

Trivialization and Stigma

A theme throughout the book, and one that cuts across the various
stages of the OCD career, is the difficult position people with OCD and
their allies are in, navigating a tangled web of trivialization and potential
stigma. Janet was a woman in her forties living in the United Kingdom
whose therapist told her that she probably had OCD; thus, Janet per-
ceived herself as having been diagnosed. (Her therapist said there might
also be “elements of depression,” and in the past a psychiatrist had told
Janet that she had a minor mood disorder. She further described herself
as having anxiety-related and somatoform disorders.) She revealed to
me just how complex social interaction can be for people who feel they
experience obsessions and/or compulsions:

I am on a journey that I never asked to take, and without the appropri-

ate equipment, desperately trying to do my best. . . . Society does not
view people with OCD in the true sense because it is so carefully hidden.
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When they are forced to look at it, there can be a range of reactions in-
cluding distaste, fascination, pity or even amusement at its peculiar
nature. . . . In, out, in, out—does the world want to see it or not? Pull it
out for the medics to see if they can sort it, now put it back in so it doesn’t
affect your productivity, let’s have it out again so I can indulge my curios-
ity and horror, now back in because you are reminding me how vulner-
able we all are. . . . There is still fear and misunderstanding about [mental
illness]. . . . The mentally ill make us all reflect about what is normal and
about our own mental fragility. Perhaps that is their ultimate crime. . . .
Make your mind up, world. I am not a side show.*’

Mental disorders are not one-size-fits-all. The public stereotypes
disorders differently from each other, considering some as less serious
and less stigmatizing than others. In this way, society has constructed a
social acceptance hierarchy—or, considered from the other side of the
equation, a stigma hierarchy. This is an underused concept by scholars,
but people with OCD show how there are unique aspects to living with
a particular disorder.*®

The obsessions and compulsions people with OCD have are at once
potentially subject to minimization and positive stereotypes, as well as
negative exaggerations and judgments. Even the types of obsessions and
compulsions that people have are viewed differently by the public, as
some generate more misunderstanding and fear on the part of the pub-
lic than others. For instance, consider how the public might respond
to someone who has a fear of germs and illness versus a fear that they
might be a pedophile (even though this type of OCD is not actually as-
sociated with pedophilia or pedophile interests).*’ People with OCD are
caught between a rock and a hard place. They are caught between fears
that people will stigmatize them in the traditional sense by seeing them
as weird, crazy, abnormal, and dangerous—and frustration when people
minimize and belittle having obsessions and compulsions or otherwise
trivialize the disorder.

Trivialization and stigma at first glance appear to be different, per-
haps even opposites; one interviewee referred to trivialization as “reverse
stigma.” Stigma involves a difference that is viewed negatively by soci-
ety, linked to negative stereotypes, social distance, and discrimination.*
Self-stigma happens when people apply those negative stereotypes to
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themselves, resulting in negative outcomes.>' A past commentary in
the American Journal of Public Health began with the statement, “Indi-
viduals with mental illness experience disparities in health care, educa-
tion, and employment outcomes, and the stigma associated with mental
illness is a central contributing factor to these disparities.”** Trivializa-
tion, meanwhile, is associated with minimization of the disorder. Rela-
tively little research has examined the trivialization of mental disorders
by the public and its effects, but doing so is critical. Many people with
OCD and their allies are frustrated by trivialization. They believe that it
misrepresents the disorder, is demeaning, and makes it hard for people
with the disorder to receive the professional help they need (much less
gain understanding from the general public, friends, and family). One
person I interviewed with OCD who works in the healthcare field felt
that even professionals make fun of those with OCD and do not treat
the disorder as seriously as they should. I argue that trivialization can
lead to microaggressions and potentially even stigma, for instance, if
people with OCD are belittled as being too sensitive and exaggerating
their problems unnecessarily.

At the same time, trivialization intriguingly also appears to grant
people with OCD certain privileges. Misunderstanding of the disorder
may keep those with OCD from facing some of the negative stereotypes
and stigma people with other disorders face.*® In other words, if OCD
is constructed as a quirky personality trait, it hardly leads people to run
for the hills screaming in fear and discriminating against those with the
disorder.

The tricky part, then, is determining how best to help those with
OCD. Emphasizing the seriousness of the disorder may reduce trivi-
alization and alter people’s sense of the disorder as quirky and not a
big deal. On the flip side, I recognize that it may trigger some people’s
fears and potentially foster an increase in negative stereotyping and the
stigma that arises from such. In writing this book, I have had to consider
that increasing public knowledge of OCD may further stigmatize those
I want to help. I credit Mick, who has had OCD since age five and has
become a sounding board for my working ideas on OCD, for encourag-
ing me to take notice of this issue. Mick first wrote me in 2003, when
he was almost forty. After I did research on representations of OCD
in the media, he contemplated my report. When he contacted me to
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discuss my findings, Mick brought up how some people I interviewed
were frustrated that the media did not represent the full spectrum of
OCD and wanted to see more representations of the diverse forms that
it can take. Mick said that he too would like to see the various fears and
worries people experience within media portrayals, but he wondered
about misunderstandings that might result if such were to be shown to
the public:**

But (1) how, oh how, do you represent something like that? Something so
internal? So perceptual? And (2) how do you do it without your audience
getting the wrong idea, wondering whether the show is going to end with
harm to “his neighbor’s little boy” or the bus driver being hailed with a
racial epithet? Because, of course, there is no molestation and there is no
insult; it is the unrealistic fear of these happening and the fear of losing
control that one means to portray. Yes, perhaps I'd sooner leave the issue
alone.

Instead of seeing people’s worries for what they are, Mick was concerned
that viewers might mistakenly view people with OCD as harmful to
society.

My hope is that by showing what OCD is like for people with the
disorder, this book will illuminate the problems of trivialization while
providing enough information to promote empathy and understanding.
More specifically, I illustrate how it behooves us to see people’s experi-
ences of obsessions and compulsions on a continuum and not incom-
prehensible and wholly alien from the experiences of those without the
disorder. This is important because even you may have experienced un-
wanted intrusive thoughts or urges, as it appears the majority of people
experience them to some degree.>

I am not denying the serious struggles unique to those with OCD,
nor evidence of neurobiological foundations of the disorder, but I am
pointing out that the fears of those with OCD, just like everyone else’s,
can reflect the problems of our society. Contemporary society has been
characterized as one of risk, and potentially one of anxiety or increas-
ing psychological distress.*® The thoughts and rituals of people with
OCD, therefore, do not appear so radically different from everyone
else’s. This is especially evident considering the international COVID-19
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pandemic. Mick, whose OCD included fears about being contaminated
and causing contamination, told me that people have been making jest-
ing remarks to him given that now the world must take precautions to
prevent the spread of COVID-19. His mother, with whom Mick lives,
said something akin to “Now we’re all like you!” Interestingly, Mick’s
anxiety has not been extraordinary during the pandemic. He noted,
“It is easy for me to eschew touching my face, to remember to wash
whatever hand touched public surfaces, to avoid people on the street.
Indeed, it’s quite natural” According to Nathaniel Van Kirk, the coor-
dinator of clinical assessment at the McLean Institute for treating and
researching OCD, because people with OCD are used to feeling fear and
uncertainty, they may be more prepared for the pandemic.®” Another
interviewee said that since the onset of the pandemic he actually feels
safer, as more people are taking precautions. However, there is evidence
that people with OCD have experienced a worsening of symptoms as a
result of COVID-19, and not just those related to contamination, poten-
tially due to stress resulting from the pandemic.>® Further, the pandemic
may increase the general public’s understanding of OCD, as more people
are having to manage this kind of risk and uncertainty.>
getting a sense of what it’s like to live with obsessions and anxiety every
day;” said Van Kirk.

Recent research on stigma suggests that perceiving mental illness on

Everyone is

a continuum (i.e., that there is a continuum between everyday distress
that the general population experiences, and having a mental illness)
may help take the bite out of stigma by increasing empathy and social
acceptance. Some workplaces train employers to view mental health
along a continuum to better target help for their workers.*® As some
people I interviewed explained, we all have our problems.

The Book’s Organization

The book is organized into two parts. Part I provides background infor-
mation on obsessive-compulsive disorder. In chapter 1, I begin by briefly
reviewing how “obsessions” and “compulsions” have been viewed his-
torically. In contrast, within chapter 2 we start to perceive the world
through the eyes of those with obsessions and compulsions. This chapter
relies heavily on extended quotes to bring people’s thoughts and feelings
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to life.®* In the process, we hopefully can break down stereotypes and
public misperceptions of OCD. Chapter 3 reviews the available treat-
ments for the disorder.

In part II, I move to depicting the “career” of having OCD, and the
rest of the book is organized by each successive stage. Chapter 4 be-
gins with what life was like before those I interviewed realized they had
OCD. We have to consider people within social contexts, for instance,
examining the behavior of those around them to evaluate themselves,
at times hiding what they were experiencing, and using their existing
knowledge to give meaning to their thoughts/behaviors. This encom-
passed various explanations, from believing it was just them (an aspect
of their personality or self and thereby with no solution), to supernatural
causes such as Vodou (the religion).

In chapter 5, I examine the shift that occurs when people go from
perceiving themselves as having a personality issue, spiritual problem,
or other type of difficulty to believing they have OCD, a mental disorder.
Unlike situations in which an “illness career” begins when a healthcare
professional labels a person with an illness or disorder, some interview-
ees took on this role themselves. However, sometimes years passed be-
tween interviewees deciding they had a “problem” and coming to this
label, in part because of stereotypes and lack of information about the
disorder. It is within this chapter that I depict how diagnosis can be a
double-edged sword, giving people with OCD an explanation for their
self-perceived problematic thoughts and behaviors, but also labeling
them with a stigmatizing condition. The shift in identity that comes with
being labeled is not entirely unique to OCD. However, I argue that as-
pects of this process are distinctive for each disorder, bringing into play
the concept of a stigma hierarchy. In this chapter I develop how people
with OCD navigate a complicated context involving both trivialization
and stigma.

Chapters 6 and 7 are about help-seeking. These chapters explore
what people do after they see themselves as having OCD. Karp argued
that when people with depression begin taking medication, it is akin to
forming a relationship. Building on his idea, I argue that people have
metaphorically formed a marriage with their OCD. For example, they
have been using compulsions and other coping tactics—everything from
avoiding things related to their thoughts to exercising—to manage their
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thoughts. I refer to this as the “daily grind.” Professional treatment com-
monly involves attempting to give up aspects of this relationship to form
a new one with medication or taking their thoughts and behaviors to
therapy, hoping to revamp the relationship. I explore how difficult this
can be, especially when people confront their fears in therapy and rec-
ognize how certain coping behaviors can reinforce the OCD. As part of
this, I delve into how family and other people close to those with OCD
have also formed a relationship with the OCD, such as when people
with OCD ask those around them to clean the house in particular ways
or engage in other rituals with them or for them. Treatment is a social
process.

In chapter 7, I discuss how resources, specifically social and cultural
resources or capital, help people with OCD build connections with
others, follow evidence-based techniques for coping and treating their
OCD, and maneuver within the healthcare system. For instance, some
of the biggest roadblocks to treatment include lack of access to knowl-
edgeable and affordable treatment for those with OCD. While there was
not always much people could do to address the cost of help, I show
how interviewees used information and experience to advocate for what
they wanted out of the treatment experience and in their relationships
with healthcare professionals. Recently, research has been examining
the potentials of self-guided treatment protocols and technology-based
applications. Despite benefits, there can be downsides in the search for
information and social support for those with the disorder, such as when
searching for information becomes an obsession unto itself.

Chapter 8 describes the last stage in the OCD “career,” which involves
learning to live with OCD. I discuss how people’s sense of themselves in
relation to the OCD evolved over time and study their interactions with
others more closely. This includes considering the long-term impacts
of OCD, such as how parents sometimes monitored their children for
traces of the disorder. Importantly, interviewees did experience stigma
but not as much as they feared and anticipated, although this is partly
because they engaged in multiple strategies of subterfuge and obfusca-
tion within social interactions. They commonly sought understanding
and, all told, received quite a bit of warmth and support from others.
The people with whom I spoke often saw OCD in a relatively individual
light, as a medical or psychological problem they needed to manage.
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As a sociologist, I questioned to what degree they perceived OCD as a
larger social issue. Their answers were complex. They appreciated and
utilized their connections to others with the disorder and wanted to in-
crease the public’s knowledge of the disorder. Yet they expressed some
hesitation at identifying too closely with the label, much less advocating
for the rights of OCD people as a group.

I conclude the book by considering the implications of the forgo-
ing chapters. How do we improve the lives of those with obsessive-
compulsive disorder and others who have been diagnosed with mental
disorders? Certainly, to understand OCD, we have to see people with the
disorder as more than individuals with defective brains or quirky people
who like to clean. In the conclusion I tie together ideas on trivialization
and stigmatization, continuum models, and living in our contemporary
risk society. I concur with interviewees who hoped for and envisioned
institutions that take into account the needs of everyone along the men-
tal health continuum. Improving the lives of those with OCD and other
health concerns involves more than getting them better medications and
therapy, or their perceiving it as a personal trouble. I believe we would
benefit from more flexible institutions that meet the needs of diverse
populations whose members may not want to disclose that they have
been diagnosed with a mental illness or who experience problems at a
subthreshold level, enabling them to be happy and productive.

One goal of this book is to represent the experience of OCD from
the perspective of those with the disorder. To this end, quotes and ex-
cerpts from persons are abundant.®> One example is the following pas-
sage from Kelcie, who lived in the United States and was diagnosed with
OCD and an eating disorder:

[If I could speak to the world, I would] want people to know that OCD is
more than just washing hands a million times and keeping every|thing]
neat and orderly. As I keep moving forward, I need to remember all that
I have gone through. . .. I believe that all of this will make me a stronger
person. It will make me appreciate life so much more. Life is challenging,
but at the same time it is so beautiful and wonderful. All I can say to life
is bring it on. I will not be defeated by OCD.
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Most of the public . . . they don't see OCD. . . . The [film about Howard
Hughes] The Aviator . . . does display some of the worst symptoms and
possibilities of OCD. . . . That’s something you don’t see in many depic-
tions like Monk the [TV] series or [the film] As Good as It Gets where he’s
just basically walking over sidewalk cracks and it’s kind of comedic. . . .
[T watch] all those shows and I have to laugh even though I can relate
to some of those symptoms. . . . If you can’t laugh about some of the
most terrific things and some of the most difficult things in life, then
you're going to be a very dreary [person]. . .. [But] they don’t show the
life-shattering consequences of it. And, it trivializes OCD in the public
mind. . . . That can be a problem because that’s how . . . people are ex-
posed to the idea of OCD. . .. [There are also times where media repre-
sent OCD as very deviant and] they speak about it like it is some kind
of contagious disease. . . . [I saw one Dr. Phil show where an audience
member looked at the person with OCD] like she was an animal, like she
was just from another planet.

—Destin

Destin points to how obsessions and compulsions have a variety of
public faces in contemporary society. Destin was diagnosed with OCD
and ADHD, and thought he might have been told by professionals that
he had depression or bipolar disorder. At the time we spoke, he was in
his twenties and in graduate school. Destin had a unique approach in
communicating with me. I would send him questions by email, and he
would send me audio recordings and emails of his musings on the topics
I raised. He told me about how he experienced a variety of obsessions
and compulsions, referring to his symptoms as free-floating in that they
could latch on to what he saw others do. At one point he avoided media
representing OCD in order to impede this process.

25
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When he did engage with this type of media, he noticed how humor-
ous fictional characters traipsed across the big and small screen, captur-
ing the attention of viewers, for example, Monk in a show by the same
name. Other people I spoke to mentioned how the homes of hoarders
have been treated as spectacle and opened up for viewing in the Ameri-
can reality TV show Hoarders. I have seen movie trailers about obsessed
characters, with their attachments to former lovers, sex, and more. Do
these representations reflect how healthcare professionals perceive ob-
sessions, compulsions, and what people with OCD experience?

Destin indicated they do so only partially, leaving a public that he
felt did not truly understand OCD. Destin told me, “Thank you for at-
tempting to give voice to those with OCD.” He believed it would be hard
for people without the disorder to make sense of it. “If I didn’t have it, I
kind of feel like it would be hard for me to believe that others are being
truthful about their experiences. . . . How can they relate to somebody
who has numbers and ideas and thoughts of wickedness or whatever,
flying through their heads twenty-four hours a day?”

Therefore, this chapter provides an overview of how OCD has been
defined and represented in society. People who see themselves as hav-
ing OCD are impacted by what official experts such as psychiatrists and
psychologists say, what the media represent, and other understandings
of OCD in a particular culture. The thoughts and behaviors that today
define a person as having obsessive-compulsive disorder have a varied
history. We have not always understood it in the same way, and we will
likely come to understand it in different ways in the future.

Public Perceptions

I recently saw an image on the internet. Within it, objects in a store were
neatly organized, accompanied by the message “OCD is pleased” When
I went online later to try to find the picture for a closer look, I encoun-
tered a different “ecard” that depicted a woman cleaning, accompanied
by the words, “Some people call it OCD. I call it ‘not being a fucking
slob.” OCD is discussed more publicly today than in the past.' For
example, media attention to the disorder appears to be increasing, so
much so that you have probably seen casual references to OCD being
made outside of medical contexts, as I did in the media. You may have

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

WHAT IS OCD? | 27

encountered online memes joking about obsessions/ compulsions, such
as having a fondness for organizing things. You may have heard people,
even celebrities, say they are “so OCD” when sometimes they just mean
that they are a little excessive in their organizing or their concerns about
cleanliness. Two researchers of communication, Rachelle L. Pavelko and
Jessica Gall Myrick, wrote about how people on social media refer to
themselves as having OCD when they engage in everyday nonclinical
organizing-type behaviors.? There was even a makeup company called
Obsessive Compulsive Cosmetics, for which “obsessively craft[ing]”
makeup for those who compulsively buy such cosmetics was stated as a
positive purpose.

Such ways of representing and talking about OCD suggest the disor-
der is commonplace in society and can imply that it is akin to a person-
ality trait. OCD ends up appearing potentially positive and humorous
and not particularly serious. This stands in contrast to the stigmatizing
ways mental disorders are often represented in the media.> People in
society do not always have direct experience with a mental disorder or
know of someone with a mental disorder. The media can serve as a pri-
mary source of information about mental disorders, shaping people’s
views and behaviors. Although more complex representations of mental
disorders do exist in the media, many studies indicate that the media
misrepresent people with mental disorders by stereotyping them as
dangerous and violent. A study of US television images revealed how
the rate of characters with mental disorders committing violent crimes
was nine times higher on the television programs compared with ac-
tual crime rates.* Other negative representations have portrayed people
with mental disorders as unpredictable, unkempt, not trustworthy, self-
involved, childlike, and unproductive social failures who are unable to
hold down jobs and have difficulty interacting socially.” Tweets on social
media have even been analyzed by researchers, revealing that mental
health conditions were stigmatized more than physical ones.°

Media representations of mental illness as well as healthcare profes-
sionals influence public perceptions of mental illness, help-seeking, and
stigma.” For this reason, I argue that it is important to pay attention to
how particular disorders and symptoms are represented. Although the
public and the media can treat obsessions and/or compulsions as quirky
and humorous, media representations of obsessed stalkers do exist,

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

28 | WHAT IS OCD?

suggesting that people with obsessions can be dangerous.® A popular
understanding of the term “obsession” is the hungering for something
desirable, as in obsessive love. For healthcare professionals, this con-
struction of obsessions is inaccurate as obsessions are unwanted and
commonly distressing.” In a similar way, compulsions in popular cul-
ture are sometimes understood to involve people being unable to stop
doing something pleasurable, such as gambling. Meanwhile, healthcare
professionals argue that people with OCD do not find performing com-
pulsions pleasurable. However, a search on the Internet Movie Database
easily yields examples of these popular constructions of obsessions and
compulsions, and other instances exist in magazines.

While media representations of OCD appear to have increased over
time,'® and use of the term “OCD” seems to have entered our everyday
conversations, people cannot necessarily identify someone with the
disorder. In one study of American adults, only a third of respondents
recognized a vignette as depicting OCD."" The vignette portrayed a
person with worries about bad things happening such as a stove catch-
ing on fire, so the person engaged in checking behaviors. The char-
acter in the vignette was also afraid of germs and washed his hands.
In a different study, a small sample of students in a high school in
Spain were shown a vignette about a person with order-related OCD
as well as an example of a person with obsessions related to self-harm.
The vast majority labeled the first vignette as OCD, while less than a
quarter identified the second example as OCD."? This research sug-
gests that while the public may not necessarily recognize obsessions/
compulsions, which are more commonly represented in the media,
they have more knowledge of those. A few years ago, My colleague
Michael Boyd and I studied portrayals of OCD in fictional films."* I
conducted this research in part to see what types of obsessions and
compulsions are shown in films. Around the same time, a researcher in
the field of psychology examined representations of OCD in films for
their dissertation.'* The most common compulsions represented in the
films, according to these studies, were ordering, washing/cleaning, and
checking, and the most common obsessions were contamination and
ordering obsessions. Therefore, the diversity of forms that obsessions
and compulsions can take do not appear to be commonly recognized
by the public or represented in film.
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However, people with OCD and their allies, including healthcare
professionals, are using online resources and social media to represent
OCD and break public stereotypes. I observed creative online videos
during the COVID-19 pandemic that discussed mental health and en-
capsulated how OCD impacts people. This included video creators ver-
balizing the thoughts in their heads as they physically went about their
days, singing about symptoms the public may not associate with OCD,
showing their rituals, talking about how OCD is not a joke, and gener-
ating satire that juxtaposes what the public thinks versus what people
actually experience.

Professional Conceptualizations

People have all types of thoughts that zip in and out of their minds.
These include bizarre thoughts and impulses that interrupt the stream
of our thoughts, which we shrug off. A psychologist gave the example of
someone jogging across a bridge and feeling an urge to jump off."* Fur-
ther, many of us have our auspicious rabbits’ feet, lucky shirts, various
“quirks,” or superstitions, which are sometimes centered in the myths
of our culture. These thoughts/behaviors are generally not considered
abnormal by society, so what makes OCD any different?

Following diagnostic criteria, OCD is considered to be something
more than this. According to the Diagnostic and Statistical Manual of
Mental Disorders and the World Health Organization’s International
Statistical Classification of Diseases and Related Health Problems, hav-
ing OCD means a person experiences obsessions and/or compulsions.*®
The obsessions/compulsions take up a significant amount of time (more
than one hour per day) or cause a person “clinically significant distress
or impairment,”'” as if those intrusive thoughts anyone might experi-
ence were ratcheted up to the nth degree. Obsessions include obses-
sional “ideas,” “images,” “convictions,” “ruminations,” “impulses,” and
“fears”'® A person with obsessions tries to forget about, suppress, or
neutralize them. Compulsions refer to “purposeful, meaningful, and de-
liberate behaviour that the person feels driven to carry out repeatedly,
and is usually performed according to certain rules or in a stereotyped
fashion”'” However, these acts do not make rational sense (i.e., they are
not related to what they are designed to relieve) or are overmuch, and a
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person with OCD does not find engaging in them enjoyable; this makes
OCD different from activities that give people pleasure and are associ-
ated with some other mental disorders.*

People with OCD are not simply quirky (although people I inter-
viewed sometimes saw themselves as such); the disorder can be quite
serious and have real impacts on a person’s daily functioning. The psy-
chiatrist Peter D. Kramer referred to OCD as “among the most terrible
of psychiatric disturbances” and “distinctive and relentless.”*" It can be
frustrating for people with OCD and their therapists to hear someone
say they are a “little bit OCD.” However, there is increasing evidence that
people can experience thoughts/behaviors that do not meet the diag-
nostic criteria for OCD (for instance, having intrusive thoughts/rituals
that take up less than one hour per day or lead to moderate distress or
impairment), but which still cause difficulties for them in their lives (so
perhaps being a “little bit OCD” is possible).?? The impacts of the obses-
sions and compulsions on the wider society, therefore, may be larger
than current estimates of the prevalence of OCD suggest, and it is use-
ful to perceive the level of people’s obsessions and compulsions along a
spectrum. The fact that researchers are studying obsessions and com-
pulsions at the subthreshold level and considering early interventions
for people experiencing these illustrates the increasing medicalization
and psychologization of obsessions and compulsions through the exten-
sion of a more established diagnosis.?* There also appears to be a group
whom researchers have labeled “supernormals,” people who experience
a significant level of obsessive-compulsive symptoms but are not nega-
tively impacted.**

When listening to interviewees or reading posts in online groups and
forums, I noticed how people talked about particular types of obsessions
and compulsions, such as checking compulsions or harm OCD. Re-
searchers have similarly been trying to make sense of the heterogeneous
disorder by categorizing obsessions and compulsions into subtypes or
symptom dimensions, for example, contamination obsessions/cleaning
rituals, religious obsessions (scrupulosity), and symmetry obsessions/
ordering compulsions.?® Presumably, these still share something that
fundamentally makes them “OCD.” However, intriguingly, some evi-
dence intimates that symptom dimensions may vary in important ways,
such as biological differences, variations in symptom onset, and variable
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treatment outcomes. In other words, certain forms of obsessions and
compulsions may respond better to particular treatments, have different
causes, and so on. People can and do have symptoms from more than
one dimension.

When I started reading more closely about OCD a number of years
ago, I found a variety of studies that suggested a neurobiological basis
for OCD. Research on the topic has grown, and there are now neuroim-
aging studies that show potential differences in the size and functioning
of different areas of the brain in people with OCD.?* Twin studies have
been conducted that indicate a potential genetic basis for OCD. Accord-
ing to one study, more than one hundred candidate genes have been
linked to the disorder; however, “OCD polygenetic and multi-factorial
typology makes hard to find single gene associations. . . [explaining] the
difficulties of translating biological knowledge into preventive measures
or clinical trials”?” Although “structural and functional changes within
the brain” have long been associated with OCD, we are not at a point
where it is possible to diagnose OCD from a brain scan.”®

Claims of links between mental disorders and biological processes in
general have been on the rise in recent decades.?® As one article phrased
it, the “increasing biologisation of mental illness has shifted the psy-
chiatric gaze towards the understanding of humans as neurological or
neurochemical beings”*® Yet, decades of research on psychiatric disor-
ders directed toward hunting for their neurobiological foundations have
seemingly not led to all the revolutionary findings psychiatry hoped
for.>! Despite the medications people take or therapeutic techniques
they may try, improvements in outcomes may be due in significant part
to other factors (such as the placebo effect).>? Social and environmen-
tal factors influence treatments and their effectiveness.>> One group of
healthcare professionals and researchers wrote, “It is increasingly recog-
nized that specific technical interventions, such as drugs, have a limited
impact on the overall burden of serious mental illness.”**

This is likely because so many factors are at play. If we look histor-
ically, the general link of mental illness to biology has existed in the
past, with society seemingly alternating between thinking causes are
biological versus attributing mental illness to some other cause.’> More
recently, various people from theorists to those in healthcare delivery
have argued that we need new models for psychology and psychiatry.
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We seem to be in the midst of a potential paradigm shift, perhaps toward
a viewpoint that takes greater account of people within their larger envi-
ronments.>* Kamaldeep Bhui, editor of the British Journal of Psychiatry,
spoke about the newer paradigm of “cultural neuroscience” that “asserts
the co-evolution of genetic, biological, neural, social and cultural affor-
dances, that improve the human capacity to communicate, cooperate,
survive and adapt.”*” The sociologist Nikolas Rose wrote about the im-
port of recognizing people within larger milieus, indicating that we need
to turn away from the idea of disease classifications existing in and of
themselves, outside of lived experience.*®

Current theories consider that OCD may have a biological and ge-
netic basis but that the environment can trigger OCD, for example,
through the occurrence of stressful life events.*® As it stands, it is likely
that multiple factors affect OCD, including biological, psychological,
environmental, cultural, and social ones.*® Prevalence rates vary geo-
graphically, as we see more people with OCD at higher latitudes. Regret-
tably, research on social factors and their relationship to obsessions and
compulsions is minimal. Research today outside of OCD is increasingly
exploring the complex ways in which biology may relate to environment
and culture; this includes epigenetics, which has shown how the envi-
ronment can affect what a parent passes down to their children. Hope-
tully, we will soon know more about the complexity of OCD.

Despite the seeming clarity of professional conceptions regarding
OCD at first glance, there are some ambiguities regarding what consti-
tutes OCD, and where the line is between having OCD and not having
OCD. First, are the thoughts of a person with OCD fundamentally dif-
ferent from those of a person without OCD? Researchers have confirmed
that the majority of people experience intrusive thoughts.*' As worded
in a book on neuropsychology, “OCD symptoms are present to some
degree in most people”*> One hypothesis is that people with OCD are
not unique in their experience of intrusive thoughts; what makes people
with OCD different from others is how they respond to such thoughts,
for instance, treating them as important. Researchers have explained
this cognitive model as follows: “OCD and nonclinical individuals both
experience similar intrusions. . . . People who appraise the occurrence
and content of their cognitive intrusions as significant and meaning-
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ful on the basis of particular dysfunctional beliefs would develop OCD:
the cognitive intrusions would escalate into obsessions. In contrast,
nonclinical individuals would not consider the occurrence and con-
tent of cognitive intrusions to have a special significance, and therefore

743 Obsessions are

these cognitive intrusions would be easily dismissed
more frequent, intense, upsetting, and apt to be tied to dysfunctional ap-
praisals than are intrusions.** This theory is called the appraisal model.
Another theory that has similarities to this focuses on metacognition
and indicates, for instance, that the disorder is maintained by people’s
“metacognitive beliefs about the meaning and consequences of intrusive
thoughts and feelings, and beliefs about the necessity of performing ritu-
als and the negative consequences of failing to do so.”** Metacognition
itself “refers to knowledge of beliefs about thinking and strategies used
to regulate and control thinking processes.”*

A different theory also promoted by psychologists is the inference-
based approach, which suggests that something more distinguishes
“normal intrusions” from obsessions than is indicated within the ap-
praisal model.*” Intrusions and obsessions may differ by context, with
obsessions being more likely to occur in situations without direct evi-
dence to support them. In this view, people with OCD worry more
about hypothetical possibilities than do those without the disorder. It is
the difference between two people, both of whom are concerned their
hands are dirty, but one watched someone cough, shook that person’s
hand, and then had this thought (intrusion based on direct evidence);
the other heard a news report on the radio about germs that day, began
to think about times they had caught a cold from others, and then
worried about their hands being dirty (obsession based on an internal
monologue beyond what is currently accessible to the senses using past
experiences and abstract facts). The person with OCD gets caught up
in their imagination, rather than what is actually present, and there is a
distrust of the senses; they can “experience physiological reactions, feel-
ings of anxiety, and compulsions that are concordant with the imagined
scenario.”*® The result is to “confuse a possibility with reality and to act
as if this possibility were true”*® According to this theory, obsessional
doubt is the crux of the problem, and researchers are also exploring how
people with OCD can become hypervigilant as a result of fears about
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their “selves” (who they might be or could become).*® Note that “it has
been shown that eliciting such ‘what could happen’ scenarios in non-
clinical participants induces OCD-like cognitions.”*!

A second ambiguity regarding OCD is that there is a social element
built into its definition. According to the DSM, to be diagnosed with
OCD, an individual must be distressed or have thoughts/behaviors that
affect functioning.®® This means OCD is not simply the equivalent of
particular thoughts or actions but is affected by what is considered func-
tionally “normal” in a particular culture, and what constitutes distress to
a particular person. For instance, Judith L. Rapoport, a psychiatrist who
has treated and studied OCD, recounted an example of a woman who
spent hours a day washing walls in her residence, but did not label her
as sick.”® Rapoport explained that this woman was able to maintain close
social relationships, do well in school, participate in extra activities, and
hold a part-time job. Rapoport confessed later in her book, “The more I
learn about OCD, the less sure I am about where true disorder ends and
the spectrum of ‘compulsive’ styles, habits, and predilections begin.”**
Making a related point, Lennard J. Davis, who wrote a book focused
on obsession, argued: “If your behavior, say the meticulous lining up of
objects, is seen as an oddity, you will be distressed that you do it. If it
is seen as the useful quality of a master bricklayer then you will not be
distressed.”>®

Such makes one wonder if the types of thoughts and behaviors people
with OCD experience can be exacerbated by social conditions or are
more likely to occur (or be perceived as problematic) in certain societ-
ies or time periods. Currently the evidence demonstrates that OCD is
not exclusive to one nation, although the terminology used to describe
the disorder and people’s knowledge of it can vary by context.® One
licensed mental health counselor with whom I spoke referred to OCD
as a “multicultural phenomenon” However, he maintained that symp-
tom type and content are affected by one’s stage of life. For instance, a
mother might have thoughts or compulsions related to her child, such
as fears of the child becoming contaminated. The prevalence or content
seemingly varies by culture or group. In a handbook on OCD, research-
ers wrote that “cultural variations in adult OCD do exist and should be
considered in the conceptualization and treatment of OCD.”*” There is
already quite a bit of evidence that “obsessional content stems from that
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which is culturally relevant to the sufferer”*® For example, researchers
are looking into whether cultural attitudes toward sex and conflict may
affect the rates or content of obsessions and compulsions.”® A group’s
religious beliefs may affect religious thoughts/behaviors, socioeconomic
factors facing a particular group may affect hoarding, and so on.*°
Cultural factors can even affect the ways in which people try to control
their thoughts.®* Further research is needed to better explore these pos-
sibilities, including the experiences of different ethnoracial groups such
as African Americans.®

OCD in Historical Context

Until recently, professionals say, not much was known about the disor-
der.®® Are the obsessions and compulsions of today a new manifestation?
The answer is complex. Labels and diagnoses are names that account for
some phenomenon that is noticed and of interest to society. In a book
on this topic, the clinician and sociologist Annmarie Goldstein Jutel
wrote, “Diagnosis provides a cultural expression of what a given society
is prepared to accept as normal and what it feels should be treated. We
might chuckle to think that witchcraft . . . and the tendency of slaves to
run away (drapetomania) . . . were once seen as diseases. . . . [But] the
knowing chuckle is misplaced. . . . Might there be similar contemporary
examples that will look as droll and as value laden to those who will
read our books and diagnostic manuals one hundred years hence?”**
Jutel pointed to the way in which diagnoses are not just plain for all to
see but are to some degree affected by societal understandings of what
is important and normal versus deviant. This applies whether we are
talking about something physical or psychological. That is not to say
that society makes up problems out of thin air. Instead, it shows that
what is noticed, how it is conceptualized, and whether it is considered a
problem can shift and change.

Put into perspective, this means that what might today be labeled
OCD was perhaps not always recognized or considered a problem,
much less a medical one.®® However, according to Davis, this has not
stopped some writers today from creating a history for the disorder, cit-
ing ancient peoples with the disorder and purporting OCD has been
around since “time immemorial” with limited evidence.®® It is hard to
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assess the history of OCD because one must decide whether to trace the
history of the label or the history of the thoughts/behaviors. The latter is
tricky. How do you assess the thoughts/behaviors you are reading about
before labels such as “obsession” and “compulsion” existed? For example,
are the same thoughts/behaviors those that would later come to be clas-
sified under such labels?

In the case of OCD, scholars have found that people described what
appear to be obsession-like and compulsion-like examples prior to the
1800s.%” In his book, Davis maintained that in the third and fourth cen-
turies such thoughts/behaviors were linked to being attacked by super-
natural forces. An interesting example from Saint John Climacus in the
sixth century describing blasphemous thoughts reads: “This atrocious
foe has the habit of appearing during the holy services. . . . these un-
speakable, unacceptable, and unthinkable words are not ours but rather
those of the God-hating demon who fled from heaven. . .. This deceiver,
this destroyer of souls, has often caused men to go mad. . . . If you have
blasphemous thoughts, do not think that you are to blame. God knows
what is in our hearts. . . . Those unclean and unspeakable thoughts come
at us when we are praying, but, if we continue to pray to the end, they
will retreat”®®

German E. Berrios, a professor of psychiatry, commented that “me-
dieval terms such as obsessio, compulsio, and impulsio seem to have
referred to behaviours redolent of obsessions; and so have vernacular
words such as scruple . . . which since the 1500s (if not earlier) named
repetitive thoughts of a religious nature.”*® Considering the Renaissance,
Ian Osborn, a psychiatrist who studied Christianity, argued that obses-
sion- and compulsion-like thoughts/behaviors became an “epidemic””°
as a result of increased personal responsibility in salvation, growth in
confession and how it was conducted, and the belief that thoughts can
be sins.

Professor of linguistics Patricia Friedrich claimed that throughout
history “obsessions” appear to have existed, but the concerns that shaped
those obsessions “cannot be separated from the general issues and fears
of that era. As a consequence, in more god-centered times a clear ten-
dency existed for religious obsessions not only to be more present, but
also to be more discussed and addressed. In turn, times of economic
uncertainty or health crises tend to bring about greater preoccupations
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in those realms.””" Indeed, in the past people had obsessional fears about
diseases of their time such as the plague.”” Fears about viruses developed
at the end of the 1800s as belief in germ theory grew.”

In the 1800s obsession-like behavior was medicalized. According to
Berrios, “The medical concepts built into this diagnosis were tooled in
Europe during the second half of the nineteenth century”””* More spe-
cifically, Davis wrote that “one begins to see obsessional behavior as a
cultural problematic that starts with modernity. This isn’t to say that
such behavior did not exist before, but it was not seen as problematic be-
fore except in the major area of religion””* There was a period in which
such behavior was viewed as an aspect of melancholia.”® Sigmund Freud
played an important role in the history of OCD, although his under-
standing and treatment of the disorder have since been critiqued, with
psychoanalytic treatments often rejected as ineffective for use in treating
the disorder.””

Note that after being perceived as an “illness” in a medical frame-
work, obsession-like behavior came to be viewed through a psycho-
logical lens, where “for the first time a nonpathological, nonreligious
view of obsessions and compulsions was offered”””® For this reason, re-
searchers Stanley Rachman and Ray ]. Hodgson stated, “The concept
of obsessions has survived three historical stages—religious, medical,
and psychological””® The conceptualization of OCD has continued to
go through changes, up until the present day, where to some degree it is
being viewed again from a more medical perspective (here I am think-
ing of biological psychiatry and the popularity of medications to treat
mental disorders).

These changes in the conceptualization of OCD, from being viewed
as a supernatural manifestation to a medical concern, align with larger
shifts in society. The historian Roy Porter argued that madness may be
as “old as mankind,”*® and cited early examples of “madness understood
as divine or demonic possession.”®' Over time, religious understanding
of “madness” shifted to become a “matter of psychopathology;’®? (a shift
from “sin” to “sickness,” as sociologists Patricia A. Adler and Peter Adler
referred to it).** We witnessed medicalization, but “although the mad
were institutionalized, certified by physicians, and more and more were
considered to be sick, there is little evidence that anything resembling
medical treatment was carried out.”®* Therapies utilized by physicians in
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the 1700s were not the most forward-thinking and included bloodlet-
ting and starvation. Nonetheless, “by the late 18th century the concept
of mental illness was becoming the dominant definition of madness”*
More recently, we can speak of a dominant medical or neuroscientific
framework, although there are also theories that consider social and
psychological factors and origins.*® (Note that the “madness” has not
always been judged negatively; there have, for instance, been depictions
of it as creative and prophetic.)®’

Yet, even into the 1970s and 1980s, little was known about OCD,
which was perceived as affecting few people.®® More recent studies indi-
cate the disorder is much more common than previously realized, to the
point that in 1989 Michael A. Jenike, a researcher and the founder of the
OCD Institute at McLean Hospital, referred to it as a “hidden epidemic”
and asked, “How can so prevalent a disease remain largely hidden from
physicians?”®’
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But What Is It Really Like?

How do you describe something that’s very subjective? . . . The only thing
these people see [if anything] is the outward manifestations of the be-
havior, of the obsessions and compulsions. . . . I could go into a biologi-
cal explanation, physiological explanation, but, what exactly good would
that do? I want people to understand when I explain to them just how I
feel. .. . That’s important to me, because if they can understand that, then
I think they can empathize more and be more understanding.

—Destin

The psychologist Jonathan Grayson wrote in a self-help book for indi-
viduals with OCD, “One of the greatest problems for those of you who
suffer from this disorder is the disparity between your inner world and
the outside. For all of us, the person we show the world is not exactly
who we are. . .. But, for you, the gulf is greater” This gulf provides one
explanation for how OCD remains hidden at times from the public and
even from healthcare professionals. To overcome this gap, descriptions
of the inner worlds of people with OCD such as Destin can help and are
the focus of this chapter.

As I sat down to talk to people with OCD, often I did not notice
anything out of the ordinary. Our conversations were not interrupted
by people reorganizing the room. I did not find people so caught up
in their thoughts that they were unable to express themselves. In gen-
eral, their words were thoughtful, and they were able to recount their
experiences, often quite eloquently. I follow people with OCD on social
media. Their posts are similar to those of my other friends. They post
pictures of their families, their pets, and their travels.

Much of “OCD” takes place in the mind and is hidden from view,
which likely helps breed stereotypes regarding what constitutes the dis-
order. Because OCD is not worn on the skin, the people I interviewed

39
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experienced a relatively hidden otherness. People with OCD can have
obsessions as well as mental rituals or compulsions, such as reviewing
an event over and over in their mind (or even repeatedly praying). These
may or may not become apparent to others.

I remember talking to Monty over the phone. He lived in the United
States and at that point was happily married and had a child. He had
been diagnosed with OCD, attention deficit disorder (ADD), and anxi-
ety. He had held jobs that were dangerous, such as being a firefighter. He
told me, “I've run into burning buildings. I carried a firearm. None of it
bothered me, but if I'm sitting by myself I can scare myself to death” He
described getting caught up in fears, such as those of being sick. People
found out about these if he decided to share them, such as when he
brought them up to his parents when he was a child. However, he had a
hard time explaining what was in his head, and he assumed his parents
chalked it up to childhood fears.

More obvious are the compulsions or rituals that people with OCD
physically enact. Clara, who had been diagnosed with OCD and was
eighteen when we corresponded, told me that when she was a child in
India she tried to force her parents to engage in her compulsions. This
included not going to certain places or using certain objects. When we
spoke, Jeff was in his thirties, lived in the United States, had a PhD, and
was diagnosed with OCD. (He also wondered if he might have ADD
or ADHD.) When Jeft was in grade school, his teachers noticed some
of his behaviors. For example, he did a “class project about dinosaurs
and while I was talking, the teacher told me that I didn’t have to keep
interrupting my presentation by mentioning that scientists were not ab-
solutely sure about all the details [as his symptoms at that point involved
concerns about deceiving people]. At one point, I didn’t even want to
use the phrase ‘he or she’ in my talk because it seemed incomplete, in
case there were any other genders I hadn’t heard of yet”

Those with whom I spoke regularly looked at themselves through the
lens of what they perceived as the larger society that does not have OCD.
They employed a variety of tactics to hide or cover up their OCD for
fear of how people would perceive them (I discuss these tactics in more
depth in chapter 8). For instance, at times they engaged in compulsions
when others were not around. Sometimes people with OCD have the
ability to hold off rituals until a later time, and thoughts do not have
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to be said aloud. However, even when people could hide their specific
thoughts and rituals, the impacts could be felt—although an outside
observer might not attribute such to OCD. For example, consider that
people with OCD may avoid situations that relate to their fears or may
lose hours of their day to obsessions and compulsions. Friends might
notice the loss of time or lack of engagement in particular activities.

Therefore, the outer worlds of people with OCD can but do not nec-
essarily reflect their inner turmoil. Interviewees moved through society,
at once part of the flow, for their obsessions and compulsions did not
overtake and seep into all of their thoughts/behaviors, but at the same
time also standing apart. They saw themselves through their own eyes
as well as through the lens of the larger society (imagining how others
might perceive them), experiencing a type of double perspective on the
world.” This was compounded by the way in which OCD can manifest
as thoughts and urges that exist but feel somehow wrong to those with
the disorder, and which do not reflect how they truly feel.

Heterogeneity and Control

Before I started talking to people with OCD, I knew obsessions and
compulsions could take a few forms. Somewhere in the course of grow-
ing up, I learned that people with the disorder might be worried about
germs and contamination, or that something bad will happen. As a
result, they might wash their hands excessively or engage in rituals to
stop harm from befalling others, such as checking the stove to make sure
it is turned off or repeating a phrase in their mind over and over. I did
not realize, however, that people with OCD can face obsessions about
whether they are gay, have images of themselves hurting others pop into
their minds, experience seemingly unrelenting questions about whether
they love their spouses, feel urges to rearrange objects, have songs repeat
in their minds, get caught up in questioning the nature of their exis-
tence, suffer extreme guilt, confront fears about the “self,” and so much
more. I certainly did not realize the host of compulsions in which people
with OCD might engage. The same person might even have a variety
of obsessions and compulsions. Some of the obsessions and compul-
sions described herein may seem foreign, but others may feel familiar.
The disorder can involve fears related to topics of central concern in
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contemporary society such as health and contamination, sexuality, and
aggression. As one group of researchers phrased it, “The more inconsis-
tent the contents of an intrusive thought are with someone’s core beliefs
and values, the more likely it is that this intrusive thought will become
an obsession.”” In one interviewee’s words, “It takes the fun out of God,
food, and sex”

As I listened to people with OCD, I began to see that despite the dif-
ference in content of their thoughts and behaviors, control and agency
was a repeated theme.* I am referring to the feeling of an ability to enact
our will on ourselves and our surroundings. Agency has to do with “the
sense that I am the one who is causing or generating an action or a cer-
tain thought in my stream of consciousness” and includes one’s “sense
of control.”® People with OCD seem to want to make the world more
understandable, controllable, and safer for themselves and others, and
many social theorists have questioned if our self feels less anchored in
today’s global and technological postmodern society.® Of course, con-
trol is an important issue with regard to any illness. We try to control
risk factors for particular health problems, although we sometimes face
medical problems over which we have little control. We struggle to
maintain our dignity and ability to carry out everyday functions as we
present ourselves to others in social interaction.” However, I suggest the
issue of control is more central to OCD.*

People with OCD implicated control in a variety of ways. They de-
picted their OCD arising as a result of feeling a lack of control, their
OCD making them feel a lack of control, their OCD being their attempt
at gaining control, and having to give up control in order to get better.
For instance, one woman who lost a number of family members in the
space of a few months when she was young said: “My OCD went off the
charts because it’s when I felt no control over my life around me. And in
some sort of small way this [the OCD] was my mind’s way of saying, you
know, you can make order out of this world, you can control things.” The
theme of control I heard from people with OCD has gained recognition
in psychology. As one example, research has suggested that concerns
over losing control may lead people to perform checking behaviors.’

The people I communicated with commonly described efforts to take
seemingly excessive control of themselves and their circumstances, in-
cluding to control their thoughts, to control everyday life events, and to
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attempt to control a number of aspects of their lives that other people
likely do not worry about or that are largely outside of control. I am not
saying that people with OCD are a danger to society. For example, those
with harm thoughts, such as described later in this chapter, are no more
likely to behave in a harmful manner than those without OCD and with-
out these thoughts.'® Instead, Grayson explained that people can move
through life feeling a sense of certainty about things, for example, that
someone they talked to ten minutes earlier is alive or that the sun will
rise.!* This is a bit of an illusion because it is not 100 percent certain, but
people treat it as truth and act based on that until they receive informa-
tion otherwise. With OCD, the reverse can occur; instead of waiting,
people with OCD may try to seek out certainty. This is complicated by
how people with OCD take notice of things in the world in finer detail.’?
Treating the disorder can involve getting people to accept uncertainty.

Argh! Those Troubling Thoughts, Images, and Urges

Jesse, who has had OCD since he was a child, described what obsessions
felt like in his head:

I can’t just stop the thoughts. I hate them and don’t want to think about
them, but the harder I try not to think them, the more I think them. By
the time I get home from work I'm a mess, mentally drained, nerves shot,
depressed, and just emotionally tired. Sometimes the images come with
questions and doubts. . . . [I sometimes think] these kinds of thoughts
represent some of my deeper fears, which makes me feel anxious. I seek
reassurance and ask questions with the hope that I can perhaps hear
something that will change the scenarios in my head to something easier
to live with. But it never works and usually just gets me more stirred up.

Jesse indicated that he had thoughts that he disliked, and which he per-
ceived as invading his mind in a way he could not control. The problem,
then, for Jesse involved the quality or type of thoughts he had, how often
they recurred, and his inability to stop them from coming. Jesse was
almost fifty, lived in the United States, was married, and had a gradu-
ate degree. He had been diagnosed with OCD, ADHD, and depression.
His prepubescent OCD symptoms were related to symmetry. He also

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

44 | BUT WHAT IS IT REALLY LIKE?

described tic-like behaviors like squinting and a repetitive pattern of
nose rubbing. His obsessions after puberty were focused on his romantic
relationships, thoughts about the past sex lives of the people with whom
he was romantically involved.

Other interviewees described obsessing about incestuous thoughts,
sexually molesting children, being gay or lesbian, philosophical issues
such as whether humans have free will, wondering whether or not they
had done something to offend God, and more. The contents of their
thoughts/urges/images were different than Jesse’s, but there were simi-
larities in how they conceptualized what was happening, their response,
and the issues concerning control.

Percy experienced thoughts about being gay. He lived in London,
was in his twenties, and had not been formally diagnosed with OCD.
However, he believed that he had OCD (as well as felt he might experi-
ence depression and was a mild sufferer of body dysmorphic disorder
[BDD])).

Out of nowhere popped the thought, “Am I gay?” Although quiet at first,
it became more of a nuisance as the week progressed, forcing me to find
solitude and think about it. . . . By the end of the week I was attempting to
find logic in the situation. . . . [I] question[ed] whether I had issues with
my sexuality. . . . To fight the thought, I would look at attractive woman
in the office and check that I still found them a turn-on. . . . It rattled my
brain night after night. Unable to change my thought pattern, I started to
feel out of control. . . . I still can’t stop the endless visualizations of check-
ing to see whether I want sex with men. . . . At the time [all this started],
I was twenty-three years old and had enjoyed a purely heterosexual life-
style with the normal coming-of-age thoughts about sex and sexuality
as I was growing up. . . . [Since then] I have not been myself. Unable to
escape the thoughts streaming through my brain, I felt like my life was
being taken from me into a world of insanity, where my ideals and beliefs
no longer existed.

Sean was also in his twenties and was living in Scotland. He had been
diagnosed with OCD and depression, and told me that his OCD had
come in three main forms. At various points throughout his life, he
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would constantly monitor his breathing, “to make sure that I was doing
it properly. This could sometimes last for up to three months without
stopping.” Later he developed fears about being gay. “Sometimes I would
visualize these acts in my head between five hundred and a thousand
times a day. . . . I knew that it wasn’t true; however, I couldn’t stop it.”
Then he experienced relationship fears. “I thought, ‘Well, if I'm gay, why
have I been in a relationship with a female for four years?’ This sent my
thought processes into overdrive. I couldn’t get the words ‘it’s over’ out
of my head. Again, there was absolutely no control. It was horrible look-
ing at the person you love with your mind telling you that you didn’t and
that your relationship with her was over”

Despite differences in content, all three of these interviewees de-
scribed having thoughts/urges/images they did not desire. For instance,
unable to dismiss or control their thoughts, Percy and Sean questioned
if they might really be gay, yet, they felt they were not truly gay.

Chris’s experience held similarities to theirs, even though the contents
of his thoughts/urges/images were of harm. Chris had been diagnosed
with OCD, was in his twenties, and lived in the United Kingdom when
we first chatted online. He told me that he chose to speak to me because
he was “fit for bursting” He not only had hidden his thoughts, urges, and
behaviors from most people but also had hidden himself away physi-
cally, reducing social contact.'® In Chris’s words:

It’s difficult to get out of the house even to go to work. I can’t keep on
meeting people in case I do something to them. . .. 'm scared of harming
people. It occupies my mind all day. . . . I don’t want to hurt people. . . .
I would have thoughts of raping [my girlfriend] and I would be anxious
all the time. Deep down I know I would never do such a thing but the
thoughts are always there. . . . For the most part I prayed. I kept it all to
myself. ... [Sometimes I feel I have an urge] to run people over, so I drive
as far from the pavement as possible. . . . Although I resist these urges,
they are there and worry me. So that’s why I am always checking the rear-
view mirror to see if the pedestrian is still there. . .. [The checking] causes
anxious symptoms such as heart racing, sweating, lack of concentration
and shakes. . . . I can see there is no dent or dead body . . . [but] my mind
imagines there is, and the thoughts become very real.
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I asked Chris about treatment, and he mentioned the one thing that
helped him was realizing that everyone can have bizarre thoughts
and urges. “He [my psychologist] showed me that all people get ‘bad’
thoughts and urges. He said that people without OCD are able to dis-
miss these thoughts as nonsense and carry on with their lives—whereas
people with OCD feel ashamed of having that thought in the first place
and can’t get rid of it. Knowing that everybody gets ‘bad’ thoughts was
quite comforting.” For Chris, treatment involved “analyzing how stupid
my thoughts and urges were and understanding that no one with OCD
carries out the awful things that their mind is urging them to do.” Years
later, when we chatted again, Chris depicted himself as living a “produc-
tive life” and no longer needing the medication or visits to a therapist; he
had the OCD under control.

People such as Chris can have unwanted thoughts that they find re-
pugnant and which feel at odds with their sense of self. In other cases,
such as Jesse’s, people have thoughts that in isolation are not at odds
with a thought they might expect to have. For instance, they want to
protect the people close to them, or make sure that their hands are
clean, but their thoughts and/or behaviors are excessive and irrational.
Although this did not happen to Chris, people with OCD can also face
obsessions about self-harm and suicide. These “involve repetitive, un-
wanted thoughts of suicide that cause severe distress . . . that do not
reflect a ‘true’ intention to kill or harm oneself but rather reflect a re-
petitive thought loop that gets stuck.”** (However, a word of caution:
in some studies OCD is associated with a higher risk of attempting or
dying by suicide, which is different than what I am describing here.)

No Longer Taking the Mind and Body for Granted

Clearly, OCD can impact one’s sense of self. An association between the
illness experience and how one sees the self is not unique to OCD."* Two
sociologists explained, “The body, which in many social situations is a
taken for granted aspect of the person, ceases to be taken for granted
once it malfunctions and becomes more prominent in the consciousness
of self and others”'® People with self-described obsessions sometimes
indicated how their mental processes came to the foreground and could
no longer be taken for granted. People with OCD probed their thoughts,
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examining which ones they felt appeared “normal” versus those that did
not. They questioned why they would have thoughts that felt alien, what
other people would think, and more. They were using their minds to
analyze their minds and feelings and were unable to think and live their
lives in a usual manner. Their engagement in compulsions made them
question their behaviors as well. Sociologists have begun considering
how parents may have minds that are full of to-do lists and schedules—
that is, “contaminated time”—reducing their ability to enjoy the
present.'” People with OCD face another type of mental contamination.

But What to Do? The Experience of Compulsions

Obsessions are different from compulsions. For instance, one woman I
interviewed said that when she was young, she would line up her plastic
horses and other items symmetrically on a shelf. In the vast majority of
cases, compulsions are done in response to obsessions.'® As an example,
if your obsessions have to do with contamination, you may engage in
cleaning compulsions.

The people I interviewed engaged in a host of tactics to deal with their
thoughts. The mental checking of some of the men described earlier can
be considered compulsions. At one point Jeft became preoccupied with
whether ghosts and devils were inside himself or surrounding objects.
When he had a bad thought, sometimes he would walk backward to cor-
rect it. One man told me that when he was younger and masturbated, he
would have thoughts about getting AIDS and would “have to say various
compulsive phrases in my head, or picture my blood as immune to the
disease to fend oft the scare” People described many types of compulsive
and neutralizing behaviors; here, I am only able to scratch the surface,
but at least you can see what it feels like for people.

Kirstyn, who was fifty-three when she talked to me, had been diag-
nosed with depression and post-traumatic stress disorder (PTSD). At
age forty she had major depression, and her OCD got out of control to
the point that she quit her job and spent time in bed. She recalled mem-
ories of OCD from as far back as age four. She said obsessions are like
an “itch” that you scratch with a compulsion. “You have the thought. It
causes discomfort . . . so you do the ritual to make it stop.” She said that
having OCD is like having two minds. You have your “normal mind,”
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but the OCD mind keeps giving you the feeling of what if. “The best way
I can describe it is have you ever gone out, and . . . you can’t remember
if you locked the door . . . and it’s bothering you. . . . [OCD is like] that
nagging feeling that ‘T got to go back and check’” She said you can do
the ritual even if you know it seems illogical. At the age of seven, her
ritual was to touch doorknobs and light switches a particular way and
count in her head. “If you were to come and ask me ‘Do you really think
you can prevent your father from dying by touching that light switch five
times?’ Of course I would say no. . . . But when you have OCD it’s like
this other voice is in your head telling you ‘well if you do this thing then
it won’t happen. . . . You just have to do it anyway””

Therefore, compulsions can be tied to things people feel strongly
about or fear, such as preventing harm to others, and things about which
they want to feel certain. Chris’s compulsions were motivated by a desire
to protect people and make sure he had not already harmed them and
would not endanger them in the future. Chris sometimes got caught up
in a cycle of checking in which he sought certainty but ended up feeling
uncertain.

[Sometimes] although I have looked at the bonnet [hood] and seen that
there was nothing there, I would feel the need to get out and feel the
bonnet for a dead body. . . . I would have to examine the bonnet in great
detail. . . . My mind would start obsessing about “Have they gone over/
under the car”? .. . I couldn’t trust my own thoughts, sight, and hear-
ing. . . . I stopped riding it [motorbike] because I was convinced that
there was someone hanging off the back, although there was no passenger
reflection in passing shop windows, no performance degradation due to
extra weight. . . . [I] would stop, get off and look at the pillion seat for
hours, looking to see if anyone was there, even putting my hand on the
seat to prove that there was no one there. This of course was not enough
proof. ... Looking back, it was irrational and stupid. I knew it at the time,
too, but I couldn’t stop looking . . . because of “What if?” “What if there
was someone there?”

People colloquially refer to the type of OCD in which you believe
you have potentially hit someone in the road (without evidence this
occurred) as “hit-and-run OCD?”
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The approach Chris described taking in response to his thoughts is
not unfamiliar. If you were worried you hit something with your car, you
might look in your mirror to check. Compulsions seem like they will
reduce anxiety or make a person feel better, and sometimes they pro-
vide a bit of relief.’” However, researchers have argued that in the long
run compulsive behaviors like checking may only make things worse
(for people with or without OCD). For example, you might believe that
checking something will make you feel more confident in your knowl-
edge of the situation, yet research has shown that compulsive checking
may encourage distrust in memory. Instead of feeling more certain, your
confidence in your memory can dwindle, and maybe your accuracy, po-
tentially fueling more checking, especially when those with OCD feel a
sense of personal responsibility.

Avoidance was another common strategy interviewees described
using to cope with their thoughts, and involved avoiding things that they
felt could trigger their anxiety or OCD; avoidance could function as a
compulsion.”® For instance, someone who is afraid of hurting a loved
one with a sharp object might avoid these objects. Phineas got to the
point that he was avoiding so much that he felt as if his sense of self was
altered. He was in his early thirties when we first started communicat-
ing, lived in the United States, and had been diagnosed with OCD and
depression. With a life he described as 24/7 nonstop obsessing about
a variety of topics, he avoided many things, including close relation-
ships. He told me, “No one has any clue how much torture is inside
my head. They think they all know me, what I like and dislike, but they
don’t” People saw him through the lens of what he avoided. However,
that is “the Phineas that OCD has made. They have no clue who the real
Phineas is, and neither do I”

Compulsions can be a part of people’s lives for years. Laveda lived in
the United States, was thirty-eight and married, and worked part-time
in a professional job when we first spoke. She was diagnosed with OCD.
When she was a child, she began to feel that a classmate was contami-
nated. Laveda maneuvered her body at school in such a way to prevent
him from bumping into her, but she still felt contaminated and would
shower after returning home. She had rituals to stay clean at home, so
much so that she was afraid to spend time with her family because she
might get recontaminated. She said, “The worst thing I did to not get
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contaminated was urinate in my bed so I wouldn't have to get recon-
taminated stepping on the floor” A few years later, Laveda’s fears about
contamination transferred from the classmate to a friend. She was afraid
that if she was contaminated by this friend, she might turn into a lesbian.
Laveda began to completely avoid this person, even skipping class, and
of course lost them as a friend. At the time of our interview, Laveda had
grown up and had children of her own, yet she still feared becoming
contaminated and regularly walked up to people and asked if they were
this former friend.

Rodney provided another example of how OCD impacts those
around people who have the disorder. Rodney was from the United
States and in his fifties; he was diagnosed with OCD, depression, and
obsessive-compulsive personality disorder (OCPD), although he dis-
agreed with the latter. Among other thoughts/behaviors, he spoke to me
about being afraid of getting sick, especially with cancer. He even de-
scribed being afraid of salmonella “because that would mimic something
that I could mistake for stomach cancer” At restaurants he would go back
into kitchens and question the employees, “You sure you couldn’t have
touched the chicken after you touched my food, after you were touching
raw chicken? You sure? Maybe you wiped your hands on your apron, but
germs could be on your apron.” He told me that he turned this scrutiniz-
ing of restaurants’ food practices into a routine: “If I got chicken that I
thought was [problematic] I called the health department and tried to
describe the chicken. Sometimes if it was a restaurant I didn’t know, I'd
call later on and ask the manager [questions].” He also encouraged other
people to read things more than once. Because he read things multiple
times, he felt that by doing this other people were “sharing in my compul-
sion,” and he did not have to “feel quite as ashamed.”

Kirstyn, Chris, Laveda, and Rodney all described different compul-
sions. However, each shared a feeling of needing to perform acts that
they (at least as adults) recognized as not making sense, and/or as vary-
ing from cultural standards or what was typical for them. Rodney told
me that he “always knew there was something wrong, something that set
me apart from the rest of the world.” These people depicted OCD as tak-
ing away some of their agency. At the same time, their actions embod-
ied attempts to exert control over themselves and/or their environment.
People with OCD can have feelings of imperfection, that something is

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

BUT WHAT IS IT REALLY LIKE? | 51

“not just right” or incomplete, driving them to engage in compulsions
until the situation feels more right to them.*!

Also note that researchers have recently been considering whether
there is a subtype of OCD that includes a tic disorder, characterized by
early onset and other elements.?” One of the family members I inter-
viewed, Clyde, lived in the United States and realized his eleven-year-old
son had an unexpected problem that he could not identify when his son
started having what appeared to be full-body seizure-like tics. His son
was eventually diagnosed with anxiety and OCD, and Clyde was told
the tics were associated with the OCD. Clyde’s son grew out of the tics
after puberty.

Additionally, someone once contacted me asking if I knew of anyone
with symptoms involving the cutting of hair. At that point, I had not,
but later I interviewed Karla, who was in the United States and had been
diagnosed with OCD; she also thought she had BDD and had become
agoraphobic. She told me that in the past, out of nowhere, she found
herself stuck in the bathroom cutting her hair, one strand at a time, try-
ing to make it even, sometimes for days. She was hospitalized various
times, where she was diagnosed with different disorders. I came to learn
that trichotemnomania involves the obsessive-compulsive practice of
cutting or shaving of hair.

Heterogeneity

OCD is heterogeneous not just in content but also in symptom sever-
ity and course of symptoms. I talked to people like Kirstyn who could
not remember a point in their lives without OCD. Other people’s com-
pulsions started when they were older, such as one man who began
experiencing symptoms when he was seventy-four years old. Research-
ers have found that the age of onset of OCD for most people tends
to be before age twenty-five.”* Onset in childhood is quite common,
with pediatric OCD “one of the most ubiquitous childhood psychiat-
ric illnesses,” while onset in one’s later years (age fifty-five and older) is
relatively rare.* According to one article, “Although OCD in women
typically begins in their early 20s, for males, onset commonly occurs in
middle adolescence, and can have profound developmental effects that

disrupt education, socialization, sexual experience, and employment.”**
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One question I asked people was how many hours a day they spent
on obsessions and/or compulsions. Although the DSM specifies that
for thoughts/images/urges/behaviors to count as OCD, a person has to
be distressed or spend more than an hour a day on them, this ques-
tion stumped some people. They did not always see the OCD in these
terms. It was possible for interviewees to feel that OCD operated 24/7,
constantly in the background. Others talked about the OCD as being
more episodic. They experienced periods where they fought their OCD
until it was beaten back, or where it seemed to naturally give them a
reprieve—at least until the next episode, “wave,” “attack,” or “frenzy;” as
they called it.

Martin explained the despair that came as the next wave of OCD
arrived: “The little ones I could always deflect. . . . Once a ‘big one’ got
me . . . you know what you're in for. . . . It's the most awful feeling in
the world. . . . You don’t know how long it’s going to stay. It might stay a
day. It might stay a year. It might stay ten years. You don’t know. All you
know is you're fucked, bad. And that is possibly the most disheartening
aspect of OCD.” Martin lived in the United States, was in his fifties, and
diagnosed with OCD, depression, panic disorder (and other disorders
he felt were misdiagnoses).

People I interviewed sometimes became focused on their thoughts
and rituals to the point they ignored everyday commitments in their
lives. Others were able to manage family and work roles, although these
could be hampered by their OCD. Aiten, a man in his thirties living in
the United Kingdom and diagnosed with OCD, planned his whole day
around using the bathroom. He told me:

I can use the public loos to urinate because I stand up and don't need to
touch anything. To do the other, I can't do it. . .. [To manage this] I won't
eat a great deal until later in the day. . . . If I am going to be out all day
then I take some antidiarrhea tablets. . . . If  am caught short when out
and need to use a loo, I feel contaminated [the] rest of the day and I often
throw all my cloths away when I get home. . . . If I know someone else has
been to aloo I avoid them too. ... On a good day I might be able to touch
a door handle. On a bad day I can't. ... This is the strange part. I can’t put
my finger on what I fear if I don’t, other than I will feel uncomfortable.
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As Chance (who lived in the United States) and I talked in person, his
attention was not fully on me, although if he had not told me, I would
not have been aware of what was occurring. He explained, “It [OCD]
causes a hesitation in my speech when I'm talking, almost like a stutter
because I count the syllables of the words that I use. Sometimes I'm even
known to flex my joint with each syllable. And if it'’s bad enough, or the
day is awkward enough, I'll actually count the letters of each word and
I can't stop doing it. . . . You and I are having a conversation right now.
I'm thinking about my speech” Chance was in his forties, was married,
and identified himself as American Indian; he had been diagnosed with
OCD and bipolar disorder.

Life in Metaphor

Another way to convey the inner worlds of people with OCD is through
metaphor, as it reveals important ways in which people conceptualized
the disorder and their relationship to it.>® Looking at the metaphors peo-
ple use when they speak can tell us a lot about how they view a topic.?”
Imagine two people talking about marriage. One refers to marriage as
akin to an old tree, something that grows strong under the nourishment
of respect and love. The other person sees marriage like a war, with two
parties trying to win over the other. Each of these people is viewing
the same institution but through a different lens, likely shaping their
interactions.

One common way in which people with OCD metaphorically con-
ceived of their OCD was to “other” it in some way, to distance it from
their sense of self. Some therapists have suggested that people give
their OCD a name as part of treatment. John March, a professor of
psychiatry and a researcher, with writer and editor Christine M. Ben-
ton, instructed families with children who have OCD in doing so, writ-
ing, “It's Germy, Mr. Stupid, Dodohead—or just an illness with its own
name, OCD. The thoughts, urges, images—whatever pops up when
OCD hiccups—have no real meaning . . . that you can learn to ignore
safely”?® The idea here appears to be using the power of a label to dis-
tinguish OCD from people’s sense of identity and remove some of the
disorder’s influence.
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Figure 2.1. Self-Portrait by Hannah Hillam

For people with OCD, the disorder grew arms, legs, and teeth. It ca-
joled, attacked, beat, and battled them. They referred to OCD as a nem-
esis, bully, goliath, and plague. One man perceived OCD as a gremlin
soaked in water after midnight that attacked him. One woman described
it as an evil twin, and yet another interviewee referred to it as a sadis-
tic monster. Multiple people described OCD as devilish, and as mak-
ing life hell or nightmarish. Justine, who was in the United States and
was self-diagnosed with OCD and traces of social anxiety disorder, said,
“OCD to me is a nightmare” that takes over your mind “and you become
a victim, weak minded and afraid” In these ways, people with OCD
conceptualized the disorder as something other, something outside of
themselves and negative.

Justine’s words echoed what a number of those I interviewed de-
scribed metaphorically feeling, that of being dominated, stunted, or
paralyzed. One man compared having OCD to feeling like an “insecure,
scared adolescent” Two interviewees compared it to the feelings peo-
ple must have after being sexually abused. One woman said it was as if
someone took over her body, and then later she had to go clean up this
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person’s messes. Another interviewee referred to herself as like a dog on
a short leash, and others spoke about feeling tortured or imprisoned.
People with OCD used quite a bit of battle imagery. When asked what
OCD meant to her, Nancy, who lived in the United Kingdom, was diag-
nosed with long-term stress, and had diagnosed herself with OCD, said,
“It means the biggest struggle in my life. . . . It’s something I had to fight
almost every waking minute for such a long time—something I am still
fighting today.”** These metaphors show how people with OCD were at-
tempting to construct or demarcate a true self as something other than
the OCD.

However, OCD is particularly difficult for people to deal with, as
what they are fighting is not really outside of themselves even though
they may metaphorically envisage it as such. They know OCD is not re-
ally out there like an object controlling them. They acknowledged this
within some of their metaphors, as well as when considering the limits
of metaphors. Kelcie told me, “I guess on some level I was trying to sepa-
rate myself from the OCD by imagining that my OCD was some evil
monster. . . . That did not really work because I have trouble sometimes
distinguishing what’s OCD and what is me.” I show later in the book
how some people came to perceive the OCD more as part of themselves
over time.

In this way, people with OCD struggled with both othering and iden-
tifying with the OCD,*® a recurring theme in the book. This makes sense
because people’s “awareness” of their OCD was not uniform. Some peo-
ple told me they were able to clearly and swiftly identify and distinguish
their OCD symptoms from what they saw as their true thoughts/behav-
iors, while others were not able to draw this distinction. Ego-dystonicity
is often a hallmark of OCD, where people reflect and perceive what they
are experiencing as outside their sense of self. For instance, an ego-
dystonic thought would be perceived “as occurring outside the context
of one’s morals, attitudes, beliefs, preferences, past behavior and/or one’s
expectations about the kinds of thoughts one would or should experi-
ence. The thought gives rise to considerable emotional distress and is
resisted.”*!
their thoughts/behaviors as desirable or reflecting their values, as well as
a long history of considering it impossible for people who were “mad” to
be cognizant of their “madness””** Insight has to do with how accurately

This stands in contrast to disorders in which people view
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people with OCD perceive the beliefs that underpin their thoughts/be-
haviors.** For example, a person who believes that they really can pre-
vent someone from dying by flipping a light switch three times would
not be characterized as having good insight. The most recent edition of
the DSM indicated that many people have “good” or “fair” degrees of
insight, although some people may have poor insight (and a few exhibit
“absent” insight), and that degree of insight can change over the course
of the disorder.*

It is interesting to note that if everyone I interviewed could wave
a magic wand and rid themselves of their OCD, not everyone would.
Therefore, we cannot become too complacent in assigning certain
thoughts/behaviors as universally problematic.
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We all exist in a perpetual state of fear because we can’t control any-
thing. . .. It’s scary. Who is to say a religious whack won’t board this train
fitted with explosives chanting, “God is great” Who is to say the jungles
won't cough up a deadly malady worse than AIDS or Ebola, one our bi-
ologists won’t understand. . . . I want to experience life. I need to stop
asking questions. . . . Living involves submitting oneself to uncertainty.
—Patrick

Patrick lived in the United States, was in his twenties, and had been
diagnosed with OCD and depression. His words are those of someone
who has been to therapy. Working to accept uncertainty and to avoid
compulsions and reassurance are common refrains in contemporary
methods for treating OCD.' Patrick experienced a few types of OCD
symptoms, including philosophical and religious obsessions. Accord-
ing to Penzel, “Existential OCD involves intrusive, repetitive thinking
about questions which cannot possibly be answered, and which may be
philosophical or frightening in nature, or both. The questions usually
revolve around the meaning, purpose, or reality of life, or the existence
of the universe or even one’s own existence.”* Patrick’s handwritten jour-
nal contained musings on elements that make up the body, free will, and
God’s existence. He described trying to curtail his researching of these
topics, which exacerbated the problem, and instead accept uncertainty.

Remember that for interviewees the disorder was linked in compli-
cated ways to losing as well as maintaining control. People with OCD
are sometimes attempting to control things that are not easily controlled
or not commonly thought of as within people’s control. For instance,
how much control does anyone have over their thoughts? As some peo-
ple with OCD explained, if you were told not to think about something,
how easy would it be for you?

57
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This conundrum is not new. The novelist Fyodor Dostoyevsky raised
the issue, and in the 1980s the psychologist Daniel M. Wegner and col-
leagues ran an experiment in which they tested what happens when
people try to suppress their thoughts. People were unable to completely
suppress the thought, and paradoxically these attempts could potentially
produce an obsession.’

According to therapists, while the thoughts/feelings/urges people have
are not necessarily controllable, people can gain control over their OCD.
Doing this involves learning how to respond to thoughts/feelings/urges,
not engaging in compulsions, avoidance, or reassurance, for example.*

However, OCD was not always perceived and treated in this manner.
This chapter reviews current and past treatments for OCD and provides
context for later chapters’ accounts of people’s help-seeking experiences.

Older Approaches

Prior to the 1970s and 1980s, OCD was often viewed through the lens
of psychoanalysis and unconscious motivations.’ In an article for the
International OCD Foundation, a group of psychologists warned read-
ers about the dangers of potentially harmful treatments for OCD. They
included psychodynamic/psychoanalytic approaches in this list, where
they said that “clients are left to speculate about possible connections
between their symptoms and some other prior events or personal his-
tory”® Rapoport has written that it “remains one of the great ironies in
psychiatry that obsessive-compulsive disorder, the illness most cited to
illustrate the fundamental principles of psychoanalysis, should be the
disorder that benefits the least from this treatment.”’”

When I interviewed him, Rodney beseeched me to consider the
potential negative impacts of telling someone with OCD that their
thoughts/behaviors are repressed desires. His parents first sent him to
a psychiatrist in the late 1960s, who he felt subscribed to Freudian theo-
ries. As Rodney recalled:

[My dad] sent me to a psychiatrist when I was around thirteen or four-
teen, [but I was not diagnosed until later]. . . . Every conversation I'd have
[with him] he kind of picked up on the fact that I didn’t have any relations
with women. . . . And he would always kind of steer me into this type of

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

TREATMENTS, OLD AND NEW | 59

direction where he would be telling me in somewhat crude, somewhat
not like a professional, but more like a peer would in school.. . . to go and
just take a girl out . . . like buying her a Coke, reaching under the table
and feeling her up and getting her hot and bothered. . . . Can you imagine
if I would have . . . told him that I had a fear that I was going to be homo-
sexual? Theyd all be telling me I need to come out of the closet and go
down to some gay bar and act out. . .. Freud was like the worst thing that
ever happened to OCD. . . . I was so embittered by this experience that I
revolted at even the thought of ever wanting to see a shrink as long as I
lived. . .. [OCD then] was not known to be caused by a biological mal-
function as it is today. . . . You would not dare tell a therapist your sexual
intrusive thoughts since . . . you would be told your intrusive thoughts
were “latent” desires. . . . Those horrendous intrusive OCD thoughts are
magnified and given more credibility in your mind.

Rodney was so “embittered” that he “revolted” at the idea of seeing a
“shrink” again, and he later tried church-oriented counseling in order to
avoid questions about sex.

As Rodney indicated, researchers have turned away from the theory
that obsessions are repressed desires. Researchers Jedidiah Siev, Jona-
than D. Huppert, and Shelby E. Zuckerman wrote, “The obsessions spe-
cifically target things most disturbing or concerning [to the person],
not most secretly desired. . . . OCD can be described as a bully, who
says things just to be provocative”® Further, approaches that encourage
doubt can be harmful to people with OCD.’

Psychoanalytic approaches are still utilized at times. For instance,
Professors Gail Steketee and Teresa Pigott, with practitioner Todd
Schemmel, wrote that psychoanalytic approaches “may help some pa-
tients work out early traumatic experiences that may be troubling to
them in other spheres”'® Authors looking at the experiences of young
people with OCD have questioned whether traumatic experiences may
be important in the development of the disorder.!*

Medications

Things have changed, notably the growth of biomedical explanations
for mental disorders. We have seen the proliferation of medications,
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professionals prescribing them, and people taking them. Americans
consume so many medications that the anthropologist Joseph Dumit
proclaimed, “Americans are on drugs.”'? Kramer wrote that we have seen
a broadening of what constitutes the boundaries of OCD to encompass
people who would not previously have been considered to have a prob-
lem."> According to Kramer, “Once reserved for the most obviously ill
patients, ‘obsessional’ and its contrasting counterpart, ‘hysterical, came
as the period of psychoanalytic dominance progressed to be applied
to people’s social styles. The advent of biological psychiatry . . . with
the discovery of new biological treatments, the operational definition
of OCD is expanding once again, in part because what responds like
OCD comes to be called OCD. ‘Obsessionality’ and ‘compulsiveness’ are
now used by those who treat illness with medication to encompass what
in earlier days would have seemed mere personal idiosyncrasy”'* As a
psychiatrist, he documented how much of an impact medications like
Prozac could have on people, including on their personalities.

One of the commonly utilized treatments for OCD today is medica-
tion. The group of drugs called selective serotonin reuptake inhibitors
(SSRIs) are regularly prescribed for OCD; fluvoxamine (Luvox) proved
efficacious for OCD in 1989."° Before 1960, monoamine oxidase inhibi-
tors (MAOIs) were reported as beneficial for OCD.'® Clomipramine
(Anafranil) was the first medication approved by the Food and Drug
Administration (FDA) for OCD in the United States.'” It is a tricyclic
antidepressant and is sometimes referred to as a serotonin reuptake in-
hibitor (SRI). Later, the FDA approved SSRIs for OCD, and these drugs
gained popularity. These include fluoxetine (Prozac), which was first
available and used for depression in the United States in the late 1980s
but was approved for OCD in 1994.'® Other SSRIs are sertraline (Zoloft)
and paroxetine (Paxil).

Many people (in some studies more than 70 percent of participants)
receive some benefit from taking medication. However, it is possible that
only 10 to 40 percent achieve remission through taking medication, and
benefits do not necessarily last in the long term."” SSRIs are even pre-
scribed to children and adolescents, yet an analysis of multiple studies
involving people under the age of eighteen found their overall effective-
ness to be small.*°

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

TREATMENTS, OLD AND NEW I 61

Despite the growth in numbers of people taking medications for all
types of health concerns, the solid knowledge we expected from invest-
ment in neurobiological research has not been as epic as hoped, and
some companies are de-investing in the development of psychiatric
drugs.?' Researchers have raised questions about their safety and ef-
fectiveness,”” and the mechanisms by which medications work are not
perfectly clear.”® Experts tout how more effective treatments have been
developed for OCD over time. They may not have improved remission
rates for the disorder as much as we like to imagine, though.**

CBT and CAM

The other main type of treatment recommended for OCD today is cogni-
tive behavior therapy (CBT). Research suggests cognitive therapies and/
or behavior therapies are equal to or more effective than available medica-
tions,*® but of course they can be used in combination: “The combination
of cognitive and behavioral interventions has become the treatment of
choice for OCD according to international guidelines”*® Some treat-
ments labeled as CBT can be unhelpful for OCD, and some professionals
warn that therapists should be trained in therapies specific for OCD
or else such may contribute to obsessive-compulsive symptoms.>” (For
instance, the method of thought-stopping is not very eftective for OCD
and can potentially make symptoms worse. According to this method, a
mild stimulus such as a snap of a rubber band on the wrist is made every
time the concerning thought arises, and eventually the client moves to
saying “stop” to themselves without the rubber band.)

One of the first books I read about OCD, Brain Lock, by psychiatrist
and researcher Jeftrey Schwartz with Beverly Beyette, was described
as useful by some interviewees. These authors argued that people with
OCD can change their brain chemistry and taught readers how to be-
come their own cognitive behavioral therapists.>® On the back cover of
the book are images of before and after PET scans of the brain, visually
demonstrating to the reader the changes that apparently take place as a
result of this method. Such is one version of CBT.

Behavior therapy (BT) arose in the period between 1950 and 1970, in
parallel developments by researchers in the United Kingdom and the
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United States.?” Early theories recognized the importance of the envi-
ronment and learning in the development of mental disorders. Behav-
ioral treatment for OCD is “based on the hypothesis that obsessional
thoughts have become associated, through conditioning, with anxiety
which has subsequently failed to extinguish. Sufferers have developed
escape and avoidance behaviors (such as obsessional checking and
washing) which have the effect of preventing extinction of the anxi-
ety”*® The BT of exposure and response prevention (ERP), sometimes
called exposure and ritual prevention, involves exposing the person to
the thoughts and so forth but without letting them engage in the ritu-
als, avoidance, and so on.*’ Some therapists pair this with relaxation
techniques, but there are questions over whether this inhibits the treat-
ment’s effectiveness.’> Cognitive therapies (CTs), on the other hand,
highlight belief systems, such as people’s maladaptive thoughts and
cognitive distortions, which CT works to modify.>* This includes beliefs
about the power to change things or inflated responsibility, overvalu-
ation of controlling thoughts, overestimation of a threat/undesirable
outcome, and thought-action fusion, which includes the belief that
thinking of something makes it more likely to happen. In the journal
Cognitive Behaviour Therapy, researchers explained, “Although there
are several cognitive models, most are similar in their formulations. . . .
Contemporary OCD models propose that obsessions arise when these
intrusive thoughts are misinterpreted as having serious implications,
for which the person having the thoughts would be personally respon-
sible. Compulsions are conceptualized as instrumental behaviors for
averting or undoing harm, or for reducing one’s perceived responsibil-
ity for aversive outcomes.”**

Cognitive and behavioral approaches are commonly combined. CBT
combines CT with some type of behavior therapy like ERP. ERP can in-
volve interventions “regarded as cognitive . . . [such as] therapist-patient
discussion about dysfunctional beliefs.”*®

Researchers are still studying the causes and maintenance of OCD,
which will likely lead to changes in how the disorder is treated.*® One
treatment that is distinguished from exposure and other commonly used
forms of CBT is inference-based therapy (IBT). I explained in chapter 1
about the inference-based approach (IBA). Following this theory, treat-
ment focuses on “teaching people with OCD to identify the reasoning
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errors that lead to obsessions” and “how to trust reality in OCD trigger-
ing situations, not by repeated exposure to feared objects to habituate
to it”*” For example, imagine a person sought help for fears that they
would put their garbage in the recycling bin, or for fears that they were
homosexual. ERP might involve purposefully having the person place
garbage with the recycling (which could go against their values as well
as violate the law in some countries), or having the client watch hours
of pornography. Instead, IBT stresses that “the OCD doubt is pathologi-
cal not normal doubt and is created subjectively not based in reality.*®
Therapy involves figuring out what is supporting and feeding the doubt.
Cognitive approaches or this type of treatment may be helpful to people
who are reluctant to try ERP or who drop out of treatment; there are
therapists who are hesitant about using ERP as well.>* ERP is often said
to be associated with a high dropout rate, but the rate may not actually
be higher than that for other forms of treatment.

Expanding clients’ options, third-wave CBT has arisen, which can be
combined with ERP and other forms of CBT.** According to an article
on these approaches, “Third-wave therapies largely include concepts
such as mindfulness, emotions, acceptance, relationships, values, goals,
and metacognition. Here, the focus is on modifying the relationship
one has with one’s inner experiences (thoughts and emotions) and not
the content of that experience.”*' Acceptance and commitment therapy
(ACT) is one such approach.*” ACT turns away from focusing on tra-
ditional psychiatric diagnostic categories and proposes that everyday
psychological processes and symbolic communication are the source of
humanity’s achievements as well as its problems. ACT helps people not
get caught up in attempts to avoid and control distressing mental con-
tent (much of which cannot be regulated anyway) and to focus more on
the present.

One reason I find cognitive behavior therapies interesting is because
some of them incorporate complementary approaches to medicine.
Complementary and alternative therapies encompass a diverse array of
theories and treatments, including herbs, acupuncture, and prayer. We
have seen growing interest on the part of governments and research-
ers to evaluate these therapies’ safety and effectiveness. For instance, in
the United States, the National Center for Complementary and Alterna-
tive Medicine (NCCAM) was established in 1998 to study the safety and
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effectiveness of CAM; it has now been renamed the National Center for
Complementary and Integrative Health (NCCIH).

The most obvious incorporation of complementary approaches in
treating OCD appears to be how some CBT therapies draw from Bud-
dhist concepts.*’ Buddhist techniques for training the mind have been
extracted for use outside of religious contexts, for instance, to help peo-
ple with depression or to help soldiers deal with the stresses of battle.
In the case of OCD, Schwartz and Beyette’s approach involves “mindful
awareness”** Mindfulness in Buddhism can be extraordinarily complex.
We might say it means keeping something in mind (personal communi-
cation with Buddhist nun).*> According to the Majjhima Nikaya, there
are four foundations to mindfulness, which involve contemplating the
“body as a body;” the “mind as mind,” “feelings as feelings,” and “mind-
objects as mind-objects, ardent, fully aware, and mindful, having put
away covetousness and grief for the world”*® Schwartz and Beyette’s
instructions ask people to distinguish their OCD thoughts/behaviors,
labeling them “obsessions” and “compulsions” and distinguishing such
from their “true self”*” They tell readers that the statement “It's not me—
it's OCD” effectively becomes a weapon.*® Overall, the process involves
employing reflexivity to gain control.*” More recently, OCD specialists
Jon Hershfield and Tom Corboy published a workbook specifically on
mindfulness for OCD.>

More research is needed on other potential alternative and comple-
mentary therapies for OCD. At this point, there is some evidence that
nutrients like N-acetylcysteine, and plant-based supplements including
valerian root and milk thistle, can be helpful for OCD.*" Initial studies
suggest that mind and body practices such as meditation, acupuncture,
and kundalini yoga might be helpful for OCD. However, it does not look
like St. John’s wort, eicosapentaenoic acid (EPA), or meridian tapping is
effective.

Additional Treatments

Other methods sometimes used in the past to treat OCD were electro-
shock therapy or neurosurgical procedures.’ These techniques have
changed/advanced over the years, and people who do not see improve-
ment with other treatments may turn to non-invasive brain stimulation
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or contemporary neurosurgical options such as neuroablation and deep
brain stimulation (DBS). DBS is a procedure that is somewhat revers-
ible and usually involves implanting electrodes to stimulate the brain
connected by wires that run under the skin to a pulse generator. Studies
indicate that this treatment can be effective in reducing OCD symptoms,
although complications and side effects are relatively common. Research
is evolving as researchers work out the best stimulation sites and the
mechanisms for how DBS works. DBS can be used in conjunction with
ERP to improve effectiveness.

I only interviewed one person who had tried DBS. They were sur-
prised and a bit offended when a healthcare professional first suggested
neurosurgical options for treating their OCD. However, they had tried
other treatments and eventually turned to DBS, candidly describing the
day of surgery as follows:

I felt like a VIP the moment I got into the surgery prep area. There were
so many doctors who were going to help out and a bunch of students
watching. . . . They had to screw this huge metal frame around my head.
That activity was what hurt the most that day. . . . Since there are no pain
receptors in the brain I was not knocked out. Also, I needed to be awake
just in case they touched something that they were not supposed to and
I was left unable to talk or something like that. I was given some minor
pain meds but nothing major.

The interviewee had a penchant for taking note of the quirks of everyday
life such as when they noted, “I really did not know when they started
cutting into my brain because I was concentrating on the fact that I had
to go to the bathroom.” Later they described the everyday impacts of
this treatment, such as charging the pacemaker: “Basically I have this
recharger that is a charger, long cord, and then circle thingy. The circle
thingy goes on my chest right where the pacemaker is” This interviewee
faced some unexpected battery malfunctions in which the system turned
oft. Without realizing what had happened, they noticed the difference
in their mental state, demonstrating the impact of this treatment. They
told me that when the system was not on or did not operate, the world
seemed to grow darker and they felt depression creeping in; once the
system was functioning, things immediately seemed brighter.
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Less invasive ways of stimulating the brain exist and have been ap-
proved by the FDA. These include transcranial magnetic stimulation
and transcranial direct current stimulation, which do not require an
incision.>

Options

Clearly, research on how to treat OCD has been growing. A variety of
treatments are available now that were not available a couple decades
ago, and some people experience remission of symptoms to levels where
they would no longer be diagnosed with the disorder. However, there is
not a magic pill that works for all people who have OCD.

Family and others who are close to people with OCD may become
involved in compulsions and coping and can play an important role in
treatment. A therapist I spoke to emphasized that treatment is a family
affair: “Whenever you treat somebody with OCD, you have to work with
the family. There are no ifs, ands, or buts about that” Some treatments
such as CBT can require significant investment on the part of those with
OCD and those around them, as we will see in later chapters.
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I think my first memories [of OCD] were like third grade. And then it
kind of got progressively worse and worse and worse as I got older. I
didn’t know that it was OCD at all. . . . It’s such a horrible thing when
you’re young. I just felt like a bit of a freak, like an underachiever be-
cause every time I would read a book, every time I'd get to a hyphen in a
page—and you can imagine how many hyphens are in a page. . . . I would
have to count a certain pattern in my head. I mean I'd get through half
a page and be literally exhausted because the patterns wouldn’t just stop
with one pattern. . . . [So I would] just fall asleep with the book open.
My parents thought I was lazy or shouldn’t read in bed. . .. [People said
I wasn’t] studying hard enough. . . . I thought they were right! Because I
hadn’t read the chapter.

—Zelda

There are certain patterns in Zelda’s life that I saw repeated in the
accounts of other people with OCD. I label these stages of the OCD
“career”: coming to see oneself as having a problem, defining it as OCD,
seeking help, and learning to live with OCD. People with OCD do not
experience their troubling thoughts and rituals and necessarily jump to
the conclusion they have OCD. Zelda, like a number of other people I
interviewed, spent much of her life not thinking that she had OCD. I dis-
cussed what OCD felt like for interviewees, but theirs were the words of
people who had already come to see themselves as having the disorder.
Prior to her diagnosis, at times Zelda felt some of her thoughts/
behaviors made her life difficult and were not what she referred to as
“normal,” so she tried to hide them. She described doing “avant-garde”
rituals, where she would go to a corner of a room and put her hands in
a particular position and look a certain way. As she did this, she thought
to herself, “Why can’t I stop?” and “This is crazy. I mean, why am I doing
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this?” She did not want people to see her and so she would tell herself to
do the rituals later when everyone in the house was asleep. She told me
that the smaller rituals did not really make her feel “freakish,” but with
respect to bigger rituals, she could not ignore how “this was something
different.” She did not really frame it as a problem that could be treated,
though.

Zelda recalled a time when her OCD skyrocketed. Her stepbrother
died on his motorcycle; prior to this she had a thought about him dying.
She said, “I wasn't so out of it that I thought I was personally responsible.
But somehow I felt like there was a connection”

The more she engaged in rituals, the more trouble she had function-
ing in school, and the more she questioned whether others had these
same thoughts. When she was in college, she did not have to hide what
she was doing from others.

I was able to really ritualize to my heart’s content. . . . So I would just get
stuck. . . . Everything had a ritual. . . . T had this threshold in my apartment
and for some reason it just always gave me a lot of trouble, so I would be
late going to school. I would just have to go over it and over it and over
it. And that’s really when I started thinking this is just problematic. My
hands were getting chafed from washing so much. I was exhausted from
even washing my face. . .. So it became this jail cell for me.

Zelda happened to have a conversation with her brother who was
studying psychology, which proved pivotal. She asked if he ever made
promises to God so that some future negative event would not occur. He
picked up on the OCD and gave her a book to read titled The Boy Who
Couldn’t Stop Washing. At that point Zelda began to move from the first
stage of the OCD trajectory, where she had come to see herself as having a
problem, to the next stage of labeling it OCD. Zelda told me that she went
on to read the book and began crying. Her tears were partially the result
of relief because she had judged herself negatively for years. She had per-
ceived her thoughts/behaviors as a personal flaw. She explained:

It was very emotional just to realize this was an issue. This was some-
thing. This wasn’t, you know, who I am. It was a very very very sad but
happy moment as well. . . . The OCD limited me on so many levels and
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I always felt like such a misfit in some ways, an underachiever. . . . [ was
always kind of suicidal when I was a kid. . . . It was just nice to know that
this is actually a problem that could be fixed, or at least to have a name. So
it wasn’t my whole, my identity. It was something that was a part of me,
but I wasn’t just this lazy person and I wasn’t just this freak.

She sought professional help in the form of an OCD specialist, where
she continued her emotional journey of reflecting on her childhood ex-
periences and recasting them in a new light that involved less self-blame.
She began to replace ideas that she was unintelligent and a bad student
with recognition that the OCD inhibited her. She sought to get ahold
of her thoughts and behaviors, to see what life might be without them.
This is the third stage of the OCD “career,” help-seeking. When Zelda
and I spoke on the phone, she was thirty-three years old and had been
diagnosed with OCD, body dysmorphic disorder, depression, and an
eating disorder."

Although we can call this a history or narrative of her life with
OCD, it is only in retrospect that Zelda can tell this story. She went
from perceiving her thoughts and behaviors as part of who she was, to
distinguishing some as obsessions and compulsions, akin to a separate
entity. She and those around her reinterpreted her past in light of this
information, a “retrospective” interpretation or labeling.” “I guess every-
one just thought I was very superstitious and a little eccentric. And turns
out my maternal and paternal grandfathers had OCD and everybody
looking back on it was like, ‘Ooohhh, ah, I guess that’s what it was.” Not
everyone immediately does something with this information. Zelda did
by seeking specialized professional help.

Over time, she went through further changes, the stage of learning to
live with OCD. For Zelda, this stage of the OCD trajectory included her
coming to see herself as having a chronic disorder called OCD shared
by others, and her being more open about her OCD when interacting
with other people. At the time of the interview, her experience had come
full circle. Bearing in mind a potential genetic link to OCD, she was no
longer just watching her own thoughts and behaviors but also observing
her child, trying to distinguish expected behaviors for a kid from any
potential ritualistic OCD behavior—as children commonly engage in
rituals and grow out of them.?
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Illness Careers

Why should we look at illness in the form of a career? We know that
illness often disrupts people’s lives.* In the most basic sense, we can
imagine a period before the illness insinuates itself into our existence,
a treatment phase in which we attempt to bend it to our will, followed
by time after treatment. This can be termed a career because it has dif-
ferent stages. It is true that compared with the past, many people are
experiencing chronic health problems rather than a temporary sick role.
People’s bodies and mental states may never go back to some pre-illness
way of being, leading to uncertainty and unique questions about how to
perceive their self and engage with others.

I utilize the idea of a career to show how having an illness does not
have a singular turning point. In the case of OCD, different stages were
linked to shifts in information and alterations in how people perceived
themselves, interpreted their thoughts and behaviors, sought help, and
reacted to potential stigma. Stages did not form a generically linear pro-
cess with professional treatment and/or remission at the end. Instead,
some people never went through all the stages, such as those who never
sought professional help. Others went through one or more of these
stages at once.

Further, we cannot assume “symptoms” are the only driving force
of illness trajectories. Sociologists studying illness have exposed some
bitter truths. They have found that what leads someone to become a
patient, be labeled as ill and/or hospitalized, and fall under the gaze and
care of a medical professional is not always due to the person’s “symptoms.”
Previously, I assumed that people who end up involuntarily committed
to psychiatric hospitals engage in significantly different activities from
those who are not hospitalized. However, within sociologist Erving
Goffman’s classic study of people involuntary hospitalized in “mental
institutions,” published in the late 1950s, he wrote that for every behavior
that resulted in hospitalization, many cases existed where similar behav-
iors did not lead to hospitalization.” He wrote about how people went
through a series of definable stages he called a career, but discovered
how “career contingencies” existed outside of symptoms.® Factors such
as people’s socioeconomic status and available resources affected what
happened to them. More recently, in a study of Alzheimer’s disease, the
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sociologist Renée Beard illustrated how there are social consequences to
being diagnosed regardless of “symptoms.”’

Therefore, I discuss how people’s lives and sense of self changed at the
different stages of the OCD career, rather than just focusing on symp-
toms. Interviewees are mothers, fathers, husbands, wives, friends, col-
leagues, business partners, and more. The sociologist Talcott Parsons
explained long ago how being labeled as sick affects these identities and
how the people surrounding us interact with us.® Looking at illness as a
career can help us take into account how the social is intertwined with
the biological and psychological.

Importantly, the symptoms of OCD are diverse, so it is possible to
go through stages again for each form of OCD. For example, a person
may perceive their thoughts of harm immediately as problematic, but
not define other thoughts/behaviors in this way. I witnessed this pro-
cess when in the course of an interview a person would contemplate
whether a certain thought or behavior of theirs was obsessive and/or
compulsive. I recall sitting with Chance when he mentioned discovering
information on complementary treatments for health problems. He had
begun the interview by telling me about how his OCD manifested. Later
in the interview he described himself as a “compulsive reader” “I read
everything. I can’t walk past something and not read it. I have to know
what everything says,” he told me. He reflected on what he had just said,
questioning if his reading was a symptom of OCD. Chance’s next words
were “I guess that’s another OCD I didn't even realize”

As a multifaceted disorder that is stereotyped and trivialized in the
media, OCD provides a valuable case for looking more closely at how
people define a health problem in their lives and the factors that affect
professional help-seeking. In a study of patients with OCD at two out-
patient clinics in Spain, 46 percent of participants did not believe they
had a problem soon after “symptoms” began.” The first stage of the ill-
ness career may be an important piece of the puzzle regarding why many
people with diagnosable mental disorders, especially OCD, are not re-
ceiving the most effective treatments currently available for disorders.*
It is a period to which researchers do not always direct much attention,
instead focusing on the turning point of diagnosis.

We do know from surveys and interviews that people’s recognition
of themselves as having a problem and/or help-seeking for OCD ap-
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pear linked to factors such as age of onset, race/ethnicity, number of
symptoms, type of symptoms, perceived ability to handle or control
symptoms, impact of symptoms on their lives, how people and those
around them interpret their thoughts/behaviors, comorbid diagnoses,
fear of stigma, misdiagnoses, and lack of information about OCD."!

This chapter takes us beyond the numbers and into people’s lives to
contemplate why factors such as these matter. The rest of this book is
designed to examine each of the stages of the OCD “career” in turn. We
travel the twists and turns of people’s paths before and after diagnosis,
tracing the trajectory of OCD. In this chapter I focus on the first stage
in order to look at the diversity of ways people made sense of their “ob-
sessions” and “compulsions” before they saw them as “symptoms” of a
disorder, essentially the pre-OCD experience. By starting at the begin-
ning, we can look at if/how/when people start to see themselves as dif-
ferent from others, or as troubled in some way and having a problem. I
define “problem” here as a gap between the person you are and the per-
son you want to (or feel you should) be, in other words, a gap between
the real and virtual self.’? These gaps can be neutral or positive (such as
when a person believes their OCD makes them excel at their job), but
only become a problem when there is a negative gap, something that a
person believes needs fixing.

Every person I interviewed, except one, eventually came to the con-
clusion that some of their thoughts/behaviors constituted a problem.
Yet, they did not immediately deem it a psychological or psychiatric one.
As Martin said, “Oh, I definitely knew there was something weird going
on. But I didn’t know what it was. In fact, it was my deepest darkest
secret.”

Is This “Normal”?

The central question for people at this first stage was “Am I experiencing
sensations, thoughts, urges, behaviors, and so forth that are ‘normal’ or
not?” That aided them in assessing if such was a problem. It was a ques-
tion that people tended to cycle back over. One day at a support group
for people with OCD, Riley, an enigmatic man and regular attendee,
posed an issue that cut to the heart of how hard it can be to define a
strict line between “normal” and “OCD.” We later conversed about the
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topic through mailed letters. Riley felt mosquitoes hunted him because
they preferred the taste of his blood more than the blood of others. He
engaged in rituals to deny them the ability to feast on his flesh. Were
those rituals an expected response to mosquitoes finding him particu-
larly suitable prey? Riley appeared middle-aged and had been diagnosed
with OCD and considered himself to have a complex set of problems
and disorders (potentially ADD). Although diagnosed with OCD, he
still went through this stage of questioning whether something he was
doing was emblematic of OCD and a “problem” or not. He once wrote
me to say:

My reaction to mosquitoes, which includes “whopping” around with
large plastic bags before entering the house from the outside, and spend-
ing 15 minutes before bed each night to stand outside my bedroom to try
to draw biting bugs out of the room, then “whopping in” with a couple
towels, and rapidly closing the bedroom door and sealing it with the tow-
els underneath the door, may be considered an “OCD” thing, itself. But
as you know, some people actually ARE more attacked by mosquitoes
and other biting bugs than average. Which brings me to my “continuum
theory”: there is a continuum between a “normal” level of precautions on
one end of the spectrum and an OCD level, on the other end. It is not a
clear diving line.

His words provide food for thought. When people face sensations,
thoughts, and behaviors that seem atypical for them or for a particu-
lar social context, they work to give such meaning. The diverse nature
of obsessions and compulsions, especially the way they can insinuate
themselves into people’s minds and seem so real, while at times remain-
ing sneakily hidden from others, complicates this process.

There was no one event, thought, behavior, emotion, or urge that ev-
eryone with OCD pointed to as signifying that they had a “problem”
Many of us probably subscribe to the idea that we know “normal” when
we see it. Yet, defining this and distinguishing it from what is outside so-
cial norms can be difficult, especially when considering mental concerns
versus, say, the more obvious broken bone. Much sociological research
indicates that there may be no single act, thought, or feeling that identi-
fies a mental disorder as such. Instead, people without a diagnosable
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disorder can experience anxiety and depressive symptoms under certain
conditions. Professionals admit that “in the absence of clear biological
markers or clinically useful measurements of severity for many mental
disorders, it has not been possible to completely separate normal and
pathological symptom expressions contained in diagnostic criteria”*?
Hence, they turn to the idea that a diagnosable disorder leads a person
to feel distress or to have issues in functioning.

In general, sociologists have pointed out how society and culture
shape people’s perceptions of wellness as well as illness. People’s sense of
who they are and what they are experiencing is inextricably connected
to the larger society in which they live. Our hopes and dreams, our sense
of who we are, what is right and wrong, normal versus deviant—they
are not decided in a vacuum but are built brick by brick as we interact
in society. Defining “normal” versus “deviant” is a mercurial target that
can vary by context and change over time. A bottle of alcohol can be
discussed as a temptation at a meeting of alcoholics, a means of dem-
onstrating skill to a group of brewmasters, an illegal activity to police
cracking down on underage drinking, or a fun night out to a group of
pub crawlers. Meaning is not given in the bottle itself.'* Even the fran-
chisers of McDonald’s came face to face with this when they expanded
to other countries.'” Lining up in a queue, knowing how to eat a ham-
burger, associating a smile with friendly customer service are not uni-
versal social norms—so McDonald’s educated consumers. In Moscow,
employees at the start-up of a McDonald’s reportedly stood outside with
bullhorns announcing that employees would be smiling to indicate their
willingness to help rather than because they were laughing at custom-
ers.'® In today’s society, what counts as “normal” has become even more

varied."” We face the “‘uncertainties’ of contemporary life and living.”*®

Establishing a Baseline

The knowledge that we have of the world provides us with ways to
understand and talk about ourselves.'” To establish a baseline for judg-
ing their thoughts/behavior, people with OCD looked at the world
around them and drew on their knowledge of social norms.** They com-
pared their thoughts/behaviors to those of others, critically appraised
others’ responses to their thoughts/behaviors, and directly asked others
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for feedback on thoughts/behaviors. This makes sense in light of how,
decades ago, the sociologist George Herbert Mead revealed how the self
develops in interaction with others.>' Explicating Mead’s ideas, soci-
ologists James A. Holstein and Jaber F. Gubrium wrote, “Experience
provides the means and meanings through which one becomes con-
scious of what one is*?

Without evidence to the contrary, some people I spoke to assumed
what they were thinking and doing was typical. Delia and I chatted at a
mental health center, and she told me that her mom raised her “to be a
clean person.” She was married with children, lived in the United States,
and was diagnosed with OCD and bipolar disorder. Earlier in her life,
she assumed that her cleaning and organizing around the house (which
also involved counting) were the same as what everyone else was doing.
She admitted that when she went into people’s homes, “I just thought
well maybe they just aren’t finished for the day. Surely they don’t . . . keep
their house this way”” It was Delia’s daughters who came to her when she
was in her twenties and told her that she was “an obsessive-compulsive
person.” That began Delia’s path toward seeing things differently. Look-
ing back, she felt she got OCD from her parents, who engaged in some
of the same behaviors.

Meghan’s baseline was her work and family. Meghan lived in the
United States, was married, and had been diagnosed with OCD, depres-
sion, and an eating disorder. When Meghan worked as a nurse, her co-
workers praised her. She explained to me, “In my field . . . checking and
double-checking and triple-checking is a good thing in nursing. And
I've actually kind of made a good reputation for myself for being anal
and being a nitpicker” She was in her thirties at the time we chatted. Di-
agnosed the previous year, she had come to feel she had had OCD for as
long as she could remember. She recalled counting, ordering, and per-
forming other compulsions when she was younger. However, she said
her family “was kind of like that,” so she did not perceive the behavior
as out of the ordinary. She imagined everyone else in her family could
be diagnosed with OCD. Meghan continued, “It just seemed somewhat
normal enough and we made jokes about it. My mom is a hoarder.
Wed get on her [about it]. . . . But we just figured that was the way it
was in everybody’s family, I guess. I did. When I got older [we used the
term] anal. Like my sister went through a very stressful time with her

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

78 | IS IT ME OR IS THERE A PROBLEM?

boyfriend. She would clean and wouldn’t leave her house because she
was cleaning all day every day. When she cleaned nobody could sit on
any of the furniture. . . . But this whole time . . . her boyfriend lived with
her. So he wasn't allowed to sit on anything in his own house, or she had
to go back and clean it again”

Since these thoughts/behaviors were expected within her family,
Meghan did not see herself as having a problem for quite a while. In this
way, some people I interviewed experienced a potentially diagnosable
level of symptoms but did not necessarily define what they were experi-
encing as a concern. Later things got worse for Meghan, to the point that
she kept checking her husband and dogs to see if they were breathing,
and checking the locks on the door. This checking was taking up her
whole night, and she would worry all day. At that point she decided that
she had a problem but could not yet put a name to it.

There are some similarities here with the career of other mental dis-
orders. Feeling as if something is off but being unable to decipher such
can be part of having depression. Karp found that people who were de-
pressed went through an initial period of being scared and in discom-
fort without labeling it depression, what he called the stage of inchoate
feelings.”* In some cases this was because they did not have a “base-
line of normalcy for comparison,” for instance, a few interviewees who
were raised in abusive families.** For people with OCD, one difficulty
in establishing a sense of things is the way in which people do not walk
around like cartoon characters with thought bubbles over their heads
that reveal their innermost thoughts. Assessing what is a problem or
not is therefore particularly hard when it involves thoughts or private
rituals. This goes back to the gap between the inner and outer worlds of
those with OCD.

As a result, the people I interviewed sometimes directly went to oth-
ers to help solve this ambiguity. Monty was not shy, and he recounted
being willing to talk to anyone who was willing to listen, including co-
workers. He said if he and I were sitting on a bus and he felt like he did
in the past, he probably would have asked me if I experienced thoughts
about which he was curious. “Because I mean at that point in time, I
wanted to find out what was causing it, and do other people have it, and
why am I feeling this way” He continued, “I would literally talk to any-
body that would listen.”
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Previous research has suggested that age at onset may be a relevant
factor for OCD, with earlier age at onset of “symptoms” linked to de-
lays in help-seeking. Age of onset may be linked to differences in peo-
ple’s perceptions of what they are doing as atypical and/or a mental
health concern.”® My research suggests that age matters because it af-
fects the variety of meanings people can bring to bear on what they are
experiencing.

The vast majority of people I interviewed were nineteen or younger
when they first experienced what they now call obsessions and compul-
sions, although to be fair, some of them said this upon looking back
on their lives and did not notice much at the time. Many of them were
under age ten. As a result, they indicated that the resources from which
they could draw to understand themselves were limited. Jeff and another
person I interviewed explained how they could not consider themselves
as having a psychological or mental problem when they were children
because they had no knowledge of such. As we age, move in different
social circles, take on various roles, and experience other cultures and
ways of life, the resources we have to draw from can expand, with con-
comitant shifts in how we might act and perceive our thoughts/behav-
iors. One interviewee described how her sense of herself evolved: “I
don’t remember really having an idea of it as a kid. People would point
out, ‘Why are you doing this?” or “‘What did you say?’ but I would hear
people say that to kids all the time. Kids do weird shit. I mean that’s what
kids do, so I guess I didn’t really think anything about it. Why would I
hide it? . . . Later on when people profusely were always like, ‘Why are
you still doing that?’ . .. I did look around and say [to myself] ‘OK, no
one else is doing this but me’”

People commonly turn to social networks for advice when they en-
counter concerns that are potentially symptoms of an illness.*® Consid-
ering the tender age at which many people I interviewed said they first
experienced symptoms, families obviously played a large role in help-
ing to determine if a problem was occurring. Note that there is some
evidence that children engage in somewhat different rituals than adults,
and young children are also more likely to request family participation
in some rituals.”” OCD “in childhood is typically associated with sig-
nificant functional impairment across multiple areas of a child’s life. The
time occupied by performing rituals often significantly interferes with
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a child’s daily routine, which inadvertently also disrupts the entire fam-
ily and family life”*® Families can affect the course of the disorder, for
example, with respect to whether they accommodate and participate in
rituals.”

One controversial response on the part of families and social net-
works is what we can refer to as “finding the normal,” or framing as a
nonproblem.>® These are times when people noticed thoughts/behaviors
but decided to consider them as nothing out of the ordinary, neither
a problem nor a boon, but simply within expectations for the context.
For instance, Miles recalled having symptoms since age sixteen. He told
me, “I did talk to my parents about it but they just said that theyd been
like it. I don’t think it was true but they were trying to make me feel
better. . . . I thought maybe everyone thought like I did but that it just
wasn't talked about. Maybe I hoped that everyone did!” This is not an
unexpected response for within everyday, mundane interactions, peo-
ple make assumptions; when situations are ambiguous, we try to make
sense of them and “normalize” them to some degree.’' In one study,
families of youth at “high risk for psychosis” sometimes treated “atypi-
cal behavior” as evidence of the youth being teenagers or as manageable
character traits.>?

Researchers have disagreed over whether “finding the normal” is ben-
eficial or problematic for those with potential mental health concerns.
Some researchers are wary of labeling problems. Professor of psychiatry
Allen Frances questioned what he perceived as overdiagnosis in con-
temporary society, saying, “In this brave new world of psychiatric over-
diagnosis, will anyone get through life without a mental disorder?”??
Other practitioners are eager to get people into what they perceive as
helpful treatment sooner and would see this as an avoidable delay. Re-
cently, researchers recommended that even people without symptoms,
but who have a family history with OCD, engage in self-observation (or
parental observation) and psychoeducation; for subthreshold symptoms
they recommended workshops, meditation, and exercise.>* Therapists
are concerned that the duration of untreated OCD may be associated
with worse treatment outcomes.>®

Forcing people into treatment against their will can backfire, though.
Sabina was forced to go to a healthcare professional by her school. She
was in the United States and was twenty-one years old when we wrote to
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each other online, and she confessed how others labeled her as different
and treated her negatively. She remembered that at around age seven
or eight, she touched things repeatedly, hoarded little toys the teacher
gave students, and engaged in checking behaviors. She labeled herself
as weird but not necessarily as having a problem: “[Experiencing symp-
toms as early as age seven or eight,] [ knew [ wasn’t normal . . . although
I can't say I remember it as a problem exactly. . . . I didn’t want to tell
anyone. . .. I don't think my family really noticed anything. I really hid
a lot of things. I didn’t want people to think I was weird.” She felt that
other people, such as one of her classmates, noticed even though she was
fairly successful at hiding. “Things got much worse when I was about
twelve. It was very obvious [to family and people at school] that I had
a problem, but no one would've guessed what. . . . Everyone [at school]
thought I was weird. . . . It was fairly traumatic.” She felt stigmatized and
imagined they perceived her as “crazy.” The school forced her to seek
treatment. Sabina told me, “I didn’t want to be someone who went to a
therapist. That's why I wouldn't talk to her [and instead my mom talked
to the therapist]. . . . Silly, but I was thirteen. . .. I wouldn’t get out of the
car at first” The therapist said she had anxiety and years later Sabina di-
agnosed herself with OCD. Sabina’s comments illustrate how perceptive
children can be in assessing and trying to manage what they perceive as
behaviors outside of the social norm. Her story also demonstrates the
power of stigma early in the illness career.

Interviewees who experienced obsessions and/or compulsions later
in life, versus people who have never known themselves without obses-
sive thoughts and compulsive behaviors, described using their previ-
ous thoughts/behaviors as a baseline. As people age, they have not only
learned more about the world but also learned about themselves. If you
perceive yourself as straight and suddenly start having random thoughts
in which you worry about being homosexual, it seems out of charac-
ter. If you have never worried much about organization and germs, but
increasingly find yourself cleaning and organizing, you might wonder
what is going on. People have lived and gotten a chance to construct a
sense of self without OCD and notice when they are thinking or acting
outside of their own personal norms.

Sam was seventy-four years old when his obsessions and compulsions
turned him into someone that he, as well as his wife, did not recognize.
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He wrote me that prior to this he may have always had tendencies. An
important factor that led Sam and his wife to conclude that he had a
problem was that they knew what he was like in the previous sixty-plus
years. His wife narrated to me over the phone:

We were traveling and he was driving and . . . all of a sudden, he says,
“I think I hit that bumper back [there at the restaurant.]” . . . I said,
“No, you didn’t. I was in the car with you. You didn’t” [He said,] “No,
no I have to go back and check. I have to go back and check” Then all
of a sudden it came to me: all of a sudden he’s doing this repetitive kind
of behavior. Then we went out to a dinner with some of his relatives
and [he got upset at someone who said they were copying a video for a
friend.] . . . He was going to call the police on them that night. And I go,
“Wait a minute, wait, where are you coming from? You're never like this,
you know.” He said, “I think something’s wrong with me. I think some-
thing’s wrong in my head because I just have all these compulsions I feel
I have to do”

For Sam and his wife, OCD was a life-changing biographical and famil-
ial disruption, making it more obviously a problem. He lived in the
United States and was diagnosed with OCD and depression.

Note that while assessing their thoughts/behaviors as outside of social
norms was often linked to interviewees perceiving these as a problem,
this did not occur in all cases. For instance, keeping things clean was in
some ways a positive aspect of having OCD for Delia. Her house was
certainly cleaner than her sister’s or brother’s house, she proclaimed.
Cleaning served as a form of therapy for her, even though it caused some
strife in her family.

Symptoms

Although what people perceive as a “symptom” is somewhat mutable,
research has acknowledged type of “symptoms” and “symptom severity”
as factors that may influence problem recognition, especially the degree
to which they inhibit people’s ability to function.*® I found that the way
in which people’s thoughts/behaviors waxed and waned shaped their
perception of the “problem.”
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Interviewees were sometimes able to ignore or tolerate a variety of
thoughts and behaviors, whether or not they perceived them as “nor-
mal” Sabina thought she was acting oddly but did not make the men-
tal leap to thinking she had a problem until it worsened. People could
refer to points in time when they understood their thoughts/behaviors
to be less of a “problem” and instead more “annoying,” “irritating,” or
“no big deal” Instead of labeling themselves or their thoughts/behaviors
in a serious and negative manner, some chose more lighthearted titles
such as “sillinesses,” “habits,” and “quirks,” especially before diagnosis.
However, thoughts and behaviors that became more severe or impaired
daily functioning acted as pushes, nudging people to notice them and
look for answers and possible solutions. Although certain thoughts/
urges sometimes disappeared for periods of time and ritualizing became
less severe, the reverse could happen. Or, compared with the severity of
other things the person was experiencing, including other disorders, the
OCD did not seem like as much of a problem.

Concealing behaviors was driven by “symptoms” as well as social
concerns like stigma. Rapoport theorized that “secrecy is part of the dis-
order”?” What struck me in my interviews was how some people, at a
very young age, began to hide their self-perceived “abnormal” thoughts
and behaviors. However, as Monty showed us, before he realized what
he was doing might potentially be perceived as outside social norms,
there was no pressing need to go out of his way to hide it. Having de-
cided they were thinking outside the cultural box or engaging in deviant
behaviors, the people I interviewed commonly developed techniques for
hiding their thoughts/behaviors from at least some others.*® Interview-
ees referred to themselves as manipulators and performers, although
with varying levels of skill in masking their odd thoughts/behaviors.
Ashamed, confused, and fearful of stigma, they found ways to disguise
their abnormal thoughts/behaviors and avoid the public’s gaze. Mick ex-
plained how hiding does not just mean avoiding public disapproval or
stigma. “[Ilearned] over the years how to appear more ‘normal” than my
OCD is, and now do so without conscious thought. . . . My main mo-
tives, however, were (1) to avoid causing my family distress (and myself
guilt over their distress), and perhaps even more urgently (2) so that
I could actually do the compulsions with a minimum of interference/
distraction.”
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Assigning Meaning to the Problem

Once people felt they had a “problem,” what did they perceive as the
cause? They drew from the resources and knowledge available to them.
They blamed everything from God to themselves. Their perceptions
of the problem were shaped in part by whether they believed in their
thoughts and behaviors, and the degree to which they perceived
their thoughts/behaviors as an intruder or alien to their sense of self,
rather than as part of who they were. OCD has historically been associ-
ated with ego-dystonicity and having insight, although not all people
with OCD have insight.** Children, especially, may be prone to less
insight or not finding the OCD as senseless.

Some interviewees declared OCD, especially at this stage in their
OCD career, could seem relatively believable or made them question
themselves. For instance, Adrian, a man from the United States in his
thirties who had not been diagnosed (but thought he might have had
OCD or at least at one point was developing it), told me that when he
was a child he believed he really was controlling and preventing people
from coming to harm by engaging in certain ritualistic behaviors. He
thought he was doing something beneficial. Certainly, some interview-
ees recognized the irrational nature of their thinking. However, people’s
perceptions of their thoughts/behaviors could fluctuate and be uncer-
tain. Although all of us can have bizarre thoughts, people with OCD can
misinterpret unwanted intrusive thoughts as revealing something about
their “self”*° They sometimes view these as revealing a hidden part of
who they are, and they question their self-concept. For example, I talked
to people with homosexual thoughts who questioned if they might be
gay. Sean had these thoughts and at one point “firmly believed” that he
was bisexual.

Monty, who had fears of contracting a disease, said, “Even though
there was no practical reason how I could have had AIDS, I was con-
vinced that I had AIDS and that I was going to give it to my girlfriend.
And I remember when I came home, one of the first things I did is told
my mom I wanted to be tested for AIDS. My mom was looking at me
like ‘What did you do?” And I'm like, ‘Nothing.”

People who had more insight might still fear not engaging in rituals.
Kirstyn, who was not diagnosed with OCD until her thirties, believed
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her obsessions and compulsions started at age four. She said that before
her diagnosis, she would have “never told anyone” because “I knew it’s
crazy. I mean it really is a crazy disorder. It makes no sense and I knew
what I was doing was not [possible]; I couldn’t make things happen or
not happen.” She said that she just had to do it anyway. At least some
of rituals were designed to stave off negative events, so she told me she
worried that if she told others about her thoughts/behaviors, those bad
things would happen. The rituals wouldn’t work. That motivated her to
keep her thoughts/behaviors a secret.

Therefore, we can better understand how people sometimes attrib-
uted the cause of their problematic thoughts/behaviors to themselves.
Rodney said, “Of course I could never explain to anyone what I was
doing—at that time I did not know that there was a professional des-
ignation for what I had; I thought it was just me sui generis.” Some-
times seeing what was happening to them as an expression of themselves
made them perceive that something was wrong, but they did not per-
ceive it as a type of problem they could change. In a sense, they were the
“problem.*!

One conclusion some interviewees drew was that their thoughts/be-
haviors were reflective of something about their personality, like a habit
or trait. This helps explain why only 27 percent of the people I inter-
viewed went to a professional for their obsessions and compulsions and
were diagnosed there (although others said they were diagnosed when
presenting themselves for related issues).

Janet and Jeff provided two other illustrations of this type of thinking.
Janet told me, “I couldn’t imagine that anyone else could have this prob-
lem. And as my parents reacted with bewildered annoyance, I became
convinced that it was a personal weakness of mine, an inability to fully
cope with things, a failure of character and will” Jeff said that around the
fifth grade he “kept worrying that my bottom or my underwear weren't
entirely clean. But at that time, I think I saw my tendency to obsessive
thinking as more of a character or personality flaw, something that was
wrong with my attitude but which I couldn’t fix, than anything that you
could go to the doctor for”

What other explanations did people turn to once they perceived they
had a “problem™? Vodou, demons, an abusive home life, 'm crazy—I was
not sure what explanation I would hear next. I realized the interviewees
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were just pulling from the resources they had at hand. Holstein and
Gubrium argued this is how people make sense of things and build a
coherent sense of self. Some people had religious knowledge, and in-
stead of blaming themselves, they attributed their thoughts/behaviors
to a spiritual cause. Monica (a woman in her thirties who lived in the
United States, self-diagnosed with OCD and professionally diagnosed
with depression) hypothesized that perhaps “somebody put Vodou on
me or maybe somebody in my past . . . because [my family is] Haitian.”
As a child, Jeff questioned if he had been rejected by God. One day, he
touched his parent’s computer and the screen froze, “and I felt worried
that this was a sign that there was so much evil or demons in me””

Finally, some people attributed their problems to medical ones, al-
though the majority of people I interviewed did not. Missy was in her
thirties, lived in the United States, was diagnosed with OCD, generalized
anxiety disorder (GAD), and panic disorder, and said she had an eating
disorder in the past. She initially considered physical explanations for
her obsessions and compulsions because these were more familiar to
her. She was young and her knowledge of mental disorders was lim-
ited. She told me, “Even fifteen years ago, people weren’t talking about
mental illness like they do now. So I knew something was wrong; I just
didn’t know what it was. That’s why I kept going to usually those physical
places. I have cancer. I have a heart attack. I'm dying”

Some people did turn to psychological causes, but not necessarily
OCD. Most people I interviewed had limited knowledge of OCD at this
point in their lives, and what they did know was often stereotypical and
incomplete. Researchers have used the phrase “mental health literacy”
to refer to people’s recognition of contemporary medical/psychological
perspectives on mental disorders.** This includes their ability to rec-
ognize “symptoms” and appropriate means of treatment. There is evi-
dence that people’s recognition of disorders is associated with seeking
help from medical and psychiatric professionals.*> Among those I inter-
viewed, some were so young as to not even have a conception of what a
psychological problem was.

Those who did suppose that they might have a medical or psychologi-
cal problem sometimes were hazy on what specific disorder it might be.
Quite a few people wondered if they were “crazy” or “nuts” or “insane”
Sean told me, “I thought I was going mad.” A woman from the United
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States and diagnosed with OCD said that she “went really, really nuts.
I mean I couldn’t sleep” She said she could not stop thinking about the
fears that she had. Another woman from the United States diagnosed
with OCD and depression told me, “I frankly was really scared I was
losing my mind. I was like, “What is going on?’” These people did not
seem to be using these negative words to mean they might have an ac-
tual diagnosable condition. Instead, it was as if they were trying to find
some way to describe their fears about what was happening, or perhaps
drawing from intensely negative media stereotypes. Sometimes they
were indicating they felt they had a mental disorder, but one unique to
themselves, something not shared by others.

For a number of the people I communicated with, at times they just
could not make sense of their thoughts, feelings, urges, and behaviors.
They struggled to find suitable resources to give meaning to their lives,
to construct a sense of who they are, and to explain why they were acting
in a particular way. It was as if meaning-making processes stalled, and
their ability to build a consistent coherent narrative of their “self” was
blocked. They were left with an ambiguous “something” they were ex-
periencing. They engaged in behaviors they could not explain to them-
selves or others. They had thoughts that did not seem to make sense
or be the kind of thoughts they expected to have. As a result, they said
things to me such as the following:

All T knew was that it was stupid but I couldn’t control it. . . . I had abso-
lutely no idea what was wrong with me. (Sean)

So far as having a problem goes, there was no question of that. I thought I
had a very serious problem that nobody could understand or explain. (Jeff)

I noticed it, yeah. I knew something was wrong, but I couldn’t figure it
out. And it’s like all my life I've been hunting and hunting and searching
and searching and searching . . . [for answers to] “Why do I feel like this?”
(Merrill)

[When I was in school, students would see how I ate and ask me] “Why
are you doing this?” . .. [I would say] “That’s how I eat it. I don’t know?”
And then it would be like an awkward, “Who knows?” (Mona)
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They suffered, sometimes hiding their thoughts and behaviors, unable
to make sense of what was happening to them. Sean and Jeft have been
introduced previously. Merrill lived in the United States, was diagnosed
with OCD and ADD, and at times believed that he had social anxiety
disorder and depression. Mona lived in the United States and was diag-
nosed with OCD, ADHD, anxiety, and depression.

Mapping the Pre-OCD Stage

Social scientists Simonds and Elliott wrote, “One might conclude that
people do not seek medical help for mental-health problems because they
do not perceive them as medical problems”** The variety of explanations
interviewees provided confirms this. The dynamics of this pre-OCD stage
are presented in figure 4.1, which illustrates how interviewees were situ-
ated within larger social contexts that shaped how they perceived their
thoughts and behaviors. Factors such as the type of thoughts/behaviors
and their severity intersected with social factors to affect how people and
their social networks noticed thoughts and behaviors and labeled them as
a problem or not. These factors acted as pushes and pulls, in some cases
pushing people and social networks away from noticing their thoughts/
behaviors and other times directing them away.

SOCIAL CONTEXT
NOTICING ASSESSMENT
CONTINUUM
PUSHES AND PULLS (of thoughts/
E ) ¢ behaviors by — Better than Normal
-6~ 2g¢, ype of person) (thoughts/behaviors
thoughts/behaviors, are beneficial)
PERSON ability and desire to i . P
hide, severity of - “Norma
’ RESPONSE -
thoughts/behaviors, (0 fssogisrle tworks) / (thoughts/behaV}ors
belief in thoughts/ . . are expected/typical)
. Positive Evaluation
behaviors “Normal” — Problem
No Recognition (thoug}lljtls/beh.aviors
Negative Evaluation are problematic)

= |

Figure 4.1. Dynamics of pre-OCD stage
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Years went by before some people paid their thoughts and behav-
iors much mind. While in many cases interviewees came to label their
own thoughts and behaviors as problems, at times they viewed these
in a more neutral or positive manner. Furthermore, people could hold
multiple perspectives at once, for example, recognizing some thoughts/
behaviors as a problem and not others, or some thoughts/behaviors as
beneficial in a particular situation but not others.

Once people noticed their thoughts/behaviors as troubling, they tried
to give meaning to this “problem” and give meaning to their lives using
various explanations. “Society’s members . . . artfully put discourses
to work to constitute their subjectivities,” wrote the sociologists Hol-
stein and Gubrium.** However, people expressed some uncertainty and
confusion.

If they just had more information about OCD, some interview-
ees suggested, their OCD “career” might have been different and they
would not have struggled so long for answers. Parents with OCD de-
scribed hoping that if their children had the disorder, they could make
things easier by taking advantage of their accumulated knowledge re-
garding the disorder. However, mental health literacy would not have
changed everything completely. We can already see how people with
OCD struggled with the question “Is what I am experiencing me, and is
it ‘normal’?” This is a recurring theme in the book. It did not necessarily
disappear completely even after one had knowledge of OCD. Instead,
the question could morph slightly to, “Is it me or my OCD?” Maeve, a
woman from the United States and diagnosed with OCD and depres-
sion, said: “I never know what is ‘normal’ . . . My number one struggle
in life right now is to figure this out. It has become a new obsession of
mine . .. trying to figure out if my thoughts are real or OCD.”
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One night I was watching the TV show 20/20, and there was a segment on
about people suffering with OCD. I started crying when I was watching it
because I realized  had OCD. ... . [I want people to know] all the different
possible issues that OCD can bring up in your life because I always just
thought OCD was washing your hands.

—Maeve

The moment of labeling/diagnosis is so pivotal that in recent decades
sociologists have argued that we need to devote a special area of study
to the sociology of diagnosis.' This chapter explores the dynamics of
the second stage of the OCD “career;” including how people came to
perceive themselves as having OCD and the resulting implications
for their lives. Like Maeve, many of the people I interviewed realized
they had OCD after encountering information through sources such
as the media. When Maeve saw that television show about OCD, she
was in her early teens. The lack of public and sometimes professional
understanding of the disorder, along with interviewees’ fears of stigma,
contributed to those I communicated with sometimes going years before
labeling themselves with the disorder or getting diagnosed. After the
show, Maeve’s sense of her thoughts/behaviors was transformed. Maeve
began separating her real “self” from the “OCD”

Maeve contacted me when she was in her midtwenties. She was in the
United States and had recently earned a graduate degree and was work-
ing in the technology field. Over the years, she experienced a number of
forms of OCD. Maeve’s first symptoms involved fears of germs, and she
described washing her hands practically nonstop. If she stepped into a
restroom, she believed she was going to contract AIDS upon touching
something. In her teens she went to a youth group. The minister or per-
son in charge was “kind of fanatical and he told us this story about if we
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lied to our parents we were going to get possessed by demons.” This led
to obsessions that she might become possessed. Maeve told me that prior
to watching the television show, “I had no idea why I was the way I was””
After she saw the show, she did not have to fear that she was possessed by
demons or had contracted AIDS; she instead chalked this up to OCD, a
mental disorder with available psychological/psychiatric treatment.

Maeve told her mother right away that she had OCD upon view-
ing the television show. She talked to me about how she remembered
begging her mom to take her to counseling because she felt severely
depressed and was performing “constant OCD rituals” Her mom’s
response to this pronouncement was that Maeve did not have OCD.
Maeve felt her mom acted angrily in response to her persistence about
counseling and described her mom as “emotionally abusive”

At that age, Maeve could not pay for a therapist on her own and so
she sought help from a guidance counselor at school and from other
relatives, including one who worked in the healthcare field. They seemed
to have no idea about what she was experiencing. It was years later, in
college, that she was officially diagnosed. However, that diagnosis lacked
impact, she said, because she had diagnosed herself years prior.

This process of naming one’s thoughts/behaviors “OCD” is the next
stage of living with the disorder. However, OCD is tricky. Throughout
her life, Maeve experienced different obsessions and engaged in various
compulsions/avoidance behaviors. She went through this second stage
of the OCD career more than once, wondering if the new thoughts/be-
haviors reflected something about her or were the OCD. For instance, at
one point she obsessed about being gay. She recalled:

I thought legitimately I was searching for whether I was gay or straight . . .
when really it’s just a symptom of OCD. . .. I kept almost trying to like
prove it to myself that I wasn’t. Like I'd start dating a guy just to be like,
“Look I'm dating a guy. That means I'm not gay.” . . . I did have a cousin
who was married to a guy who also had OCD. . .. He was like, “Oh my
gosh, that’s a typical OCD obsession.” . .. At first I didn’t believe him. . . .
When I started reading things about OCD, I saw that it was a common
obsession that people have. Then it started to make me feel a lot better
and then I didn’t obsess about it as much anymore and then it eventually

went away.
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When Maeve and I were chatting over the phone, she confessed that
she had been hiding a form of OCD she experienced from me. In the
past she had experienced thoughts about molesting the children she
babysat, and as a result she engaged in avoidance behaviors. She told me:

I couldn’t babysit them anymore because I was afraid just to be around
them. . . . I kind of hid it from you because I was afraid I was going to
molest those kids and that scared the hell out of me to say that to people
because I was afraid people were going to think I was a child molester,
and I could never say that to people. . . . At first I didn’t know that it was
OCD. . .. This is terrible, like there’s something seriously wrong with
me. . .. I thought I could actually do something to hurt somebody, and
logically I know I wouldn't but I just kept thinking I would. . .. I couldn’t
see a psychiatrist for like a couple weeks because it took forever to get an
appointment. . . . I thought if I went into the emergency room and got
into a psych ward, I could talk to a psychiatrist right away and they could
get me on medicine that actually works [but they didn’t want to admit
me or talked me out of being admitted. Eventually I saw a therapist and
she said that] . . . what was happening to me was OCD. It wasn’t based on
anything real or my real true feelings. . . . [She told me,] “You're not going
to hurt the kids”

Even after receiving a professional diagnosis, Maeve continued to
have doubts about whether some of her thoughts/behaviors were OCD,
reiterating why some people refer to OCD as the “doubting disease.” In
her words, “I just sometimes wonder, is this still OCD?”

Maeve demonstrated how words have power, even if they are not
handed down formally from a professional to a patient in the form of a
diagnosis. For some illnesses, the moment of formal diagnosis serves as
the starting point of the illness career. The paths of the people I inter-
viewed were sometimes a bit different. These individuals did not always
wait for a professional but labeled themselves with OCD. Labeling/diag-
nosis is important but can be bittersweet. Labeling/diagnosis comes with
benefits such as increased understanding of what one is going through,
a sense of shared experience with others who have the same illness, and
access to professional treatments. One downside is they have a con-
firmed health problem.
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However, people labeled/diagnosed with OCD are in a peculiar posi-
tion due to the disorder being both trivialized and potentially stigmatiz-
ing. After realizing she had OCD, Maeve was able to leverage the public’s
limited and stereotypical knowledge of the disorder in her favor to re-
duce stigma. She told some people that she had OCD, knowing that they
probably did not really know what her life was like, and that they were
likely relying on stereotypes of OCD as having to do with cleanliness
and order.” She explained, “Certain friends I don't talk to about my OCD
because I don't know if theyd understand. . . . Some of my friends think
OCD is just checking to make sure you turned off the stove, or check-
ing to make sure you unplugged an appliance. So those friends of mine
always act like it's not a big deal. I just let them think that” At the same
time, she desperately wanted the world to have a greater understanding
of OCD, including all the ways OCD can manifest. That would presum-
ably help people like her realize they have OCD faster and receive more
knowledgeable help from professionals. The trouble is that improving
the public’s mental health literacy has a complicated effect. It could re-
duce delays in help-seeking and minimize people’s trivialization of the
disorder—but I will show how it may actually increase stigma.

Running into a Diagnosis

Maeve showed us how believing one has OCD requires knowledge
of the disorder’s existence and makeup, but the general public is not
always familiar with OCD. Additionally, not all healthcare professionals
are knowledgeable with respect to the disorder. This helps explain why
only a little over a quarter of those I interviewed (27.3 percent) went to
a healthcare professional for their thoughts/behaviors and were diag-
nosed there, while 40 percent began to consider they might have OCD
after encountering information about OCD in the media or in a social
context. (Another 16.4 percent saw a professional for something else or
a related issue and were diagnosed.)*

Jeft posited how the problem with available information about OCD
is that people find these sources only if they know to look for them.
“I suppose that many of the worst-off people are getting no help at all
because they don't know to ask. Therefore, it’s really good when OCD
is talked about on TV or other mass media.” Jeff’s analysis is telling. A
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number of the people I interviewed happened upon information in the
media, which led them to believe they might have OCD. These media
included nonfiction TV programs, a fictional TV show about hospital
life, and books about OCD. I imagine that if I were to talk to a younger
generation of people with OCD, online sources would have been more
prominent.

In other cases, interviewees were active and on the hunt for informa-
tion. Merrill fit this description. He was in his forties when we started
talking. He told me that he looked for help in a variety of sources, in-
cluding religious materials, philosophical treatises, and psychology
books. He searched for nine to ten years and said it felt like he was
searching his whole life (this is part of the reason there can be large
gaps of time between when people feel they have a problem and when
they seek professional help). Then, one day twenty years ago, Merrill
happened upon a book about OCD called The Boy Who Couldn’t Stop
Washing, and things clicked (this is the same book that Zelda mentioned
as being instrumental for her).

It is not that people with whom I communicated had never heard of
OCD, although some had not. Their perceptions of the disorder were
sometimes limited and steeped in stereotypical conceptions. If your best
friend were to tell you that they had OCD, what would first come to your
mind? Jesse told me that he was a psychology major in college. He had
heard of OCD but was only aware of “classic symptoms” such as con-
tamination fears. Therefore, he did not connect this to his own experi-
ences. Maeve brought this issue to light at the start of the chapter, when
she did not immediately recognize the different manifestations of OCD.

The ages of the people I interviewed were diverse, meaning some
of them first encountered symptoms in the 1950s and 1960s. They sug-
gested information was harder to come by in decades past. Confirming
this, psychologist Otto F. Wahl, in his study of magazine articles repre-
senting obsessive-compulsive behavior over the period 1983-97, found
no articles prior to 1987; he found more articles about other disorders,
specifically, more than three times as many articles about depression.*
Research about the nature and treatment of OCD picked up in the late
1980s and the 1990s.”

Even today, public and healthcare professionals’ recognition of OCD
can be limited.® I previously discussed public knowledge of OCD; for
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instance, in one study of American adults, a third of respondents rec-
ognized a vignette as depicting OCD, and that vignette depicted stereo-
typical forms of the disorder.” In a study of members of the American
Psychological Association (APA), the overall rate at which respondents
misidentified vignettes depicting OCD symptoms was 38.9 percent.®
Professionals’ ability to recognize OCD symptoms was particularly
hampered for less-stereotypical forms of the disorder. The rate of incor-
rect responses was 15.8 percent for contamination obsessions; the rate of
incorrect responses was the highest for obsessions about homosexuality,
at 77 percent.

The impacts of what professionals know and think about OCD can
be profound on people seeking diagnosis and treatment. In 2004 Je-
nike wrote, “On average, people with OCD see three to four doctors
and spend more than nine years seeking treatment before they receive
a correct diagnosis. It takes an average of 17 years from the onset of
OCD to obtain appropriate treatment.”” Problems with diagnosis and
treatment of OCD have continued. Professionals who lack knowledge of
OCD may inadvertently traumatize and stigmatize people who have the
disorder. This can occur if they misinterpret people’s thoughts. Imag-
ine that someone has obsessions involving fears of molesting children
and seeks help; if they have OCD, they will likely be told by an OCD
specialist to face their fears and continue to be around children.’® Now
imagine if they encounter a professional who misdiagnoses them with
pedophilia. In the previously mentioned study of members of the APA,
a vignette depicting someone with obsessions about homosexuality was
mistakenly treated as depicting sexual identity confusion 65 percent of
the time."" A vignette depicting sexual obsessions about children was
misdiagnosed as pedophilia 37 percent of the time. The authors of the
study wrote, “Individuals with OCD who have intrusive sexual thoughts
about children experience significant distress from the thoughts; to have
their worst fears of being a pedophile incorrectly confirmed by a mental
health professional may induce greater impairment in functioning and
depression. A further complication is that in some states clinicians are
mandated to report individuals who they believe may harm an identifi-
able victim”'? In another study, psychiatrists and psychiatry residents
were asked to respond to a description of a person with aggressive ob-
sessions about their child.'*> Many of the respondents recommended
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involuntary confinement and contacting child welfare authorities. The
authors indicated this seems unjustified because OCD is not associated
with a high risk of violence, but perhaps a lowered risk instead.

The studies just outlined surveyed people about hypothetical situa-
tions. However, one article I found documented two situations in which
child protection proceedings were initiated and mothers’ contact with
their children minimized before someone realized that they had OCD.**
Further, those I interviewed recounted meeting some healthcare pro-
fessionals who had limited knowledge of OCD. For instance, Aiten,
who had already diagnosed himself, faced a general practitioner in the
United Kingdom who knew little of the disorder. After he told the gen-
eral practitioner that he had OCD, the doctor’s words were, “What is
OCD?” Aiten was shocked. “T left feeling quite low, thinking I was still
on my own.” Kirstyn said that when she was in her midtwenties she
told a doctor about her thoughts and rituals, and “he looked at me and
scratched his head and walked out the door. He never said a word. That’s
the only time I mentioned it to anyone [in that period of time]. He was
a psychiatrist, and so I thought ooookaaaay he doesn’t even know. I'm
not going to say it again. . . . [I] felt like a real idiot” A counselor told
Percy that if he did not want to be gay, he did not have to be. Interactions
like these with healthcare professionals can be shared over the internet,
likely making others wary. Phineas described being upset by “stories I
hear on the OCD board [online] about people who have doctors who
either misdiagnose them or tell them that [they] might actually commit
the horrible acts they are obsessing about.” To be fair, people with OCD
did not always give healthcare professionals full disclosure from which
to make a diagnosis.

Double-Edged Sword of Diagnosis

Once interviewees perceived themselves as having OCD, things changed
for them because their thoughts/behaviors were “medicalized,” “psychi-
atrized,” and “psychologized.” By this I mean that OCD is considered
a mental disorder treatable by healthcare professionals, the result of
potentially biogenetic and/or psychosocial causes. Researchers have
coined the term “medicalization” to refer to the process whereby some-

thing not perceived as a medical problem comes to be seen as such
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in society, including being depicted in medical terms or treated using
medical knowledge.'® Similarly, psychiatrization is the process whereby
something not perceived as a psychiatric concern comes to be seen as
such.'® The medicalization of mental illness emphasizes the equivalency
of mental illness to physical disease and has involved the search for
their biogenetic underpinnings.'” The psychologization of mental ill-
ness emphasizes psychosocial causes such as environmental stressors.

These “-izations” are societal patterns we have probably all felt or ex-
perienced in our personal lives. The birthing of babies has been medical-
ized, from use of genetic screenings while a woman is pregnant to the
use of technology in the form of ultrasounds to capture an image of the
baby in the womb. Issues we might have once viewed as more personal,
such as heavy alcohol use or having many sexual partners, have been re-
formulated into addictions, with associated treatment facilities. It could
be said that we have witnessed the “medicalization of life itself**

Critiques of these processes abound in the media and exist in schol-
arly literature. For instance, you have likely encountered an article in
the media about whether we should be dispensing prescribed pills to
children to calm them down. It is not hard to find critics opining that
children are naturally supposed to play and be inquisitive, even if this
behavior does inconvenience their parents. They question whether we
are turning expected behavior into a problem that needs to be labeled
and altered through professional treatment. Effectively, what critiques
like this tell us is that healthcare professions have had a lot of say over
what we treat as typical and not worth noticing, versus what is devi-
ant or unhealthy or dangerous—and scholars and journalists have been
wary of this power."

According to Dumit, “Analyzed as power conflicts, medicalization
can be a coercive force turning people into patients in order to control
and manage them. Alternately, medicalization can be a tactic by suf-
ferers to become objects of attention and care through becoming pa-
tients”** When I reflected on how people with OCD came to perceive
themselves as having this disorder, I realized that many of them took
information from the healthcare professions and applied it to them-
selves. In contemporary society, we evaluate health through statistics
and notions of risk and encourage people to monitor their health and
health-related numbers such as their blood pressure readings. Websites
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hosted by treatment centers for OCD, as well as by organizations that
offer resources for those with OCD, provide opportunities for people to
test themselves for indications they might have OCD through filling out
questionnaires about their thoughts/behaviors. Such self-labeling can
fuel the medicalization/psychiatrization/psychologization of people’s
thoughts and behaviors.** Sociologist Kristin Barker stated that “we are
increasingly active participants in the medicalization of our experiences
as we earnestly seek to resolve and legitimate our suffering.”** One rea-
son people engage in behaviors that further medicalization and so forth
is because the impacts of these “-izations” are transformative.*?

Diagnosis is a double-edged sword, a metaphor scholars have used
and one that some of my interviewees utilized as well. Professor Julie
Guthman explained this metaphor through the the concept of obesity:
“These days many states of being are medicalized, from attention deficit
disorder to chronic fatigue syndrome to anxiety, shyness, and depres-
sion. . . . Medicalization is thus a double-edged sword. It can provide
access to resources to treat unwanted conditions, and for some people
having an official diagnosis and a possibility of treatment brings re-
lief. . .. At the same time, medicalization can turn nonnormative condi-
tions and behaviors into problems in need of biomedical solution, and
subject people to medical scrutiny regardless of their desires.”**

Table 5.1 illustrates the double-edged sword of diagnosis through the
eyes of people with OCD, presenting quotes from four people who re-
sided in different countries and belonged to varying age-groups. The
two columns of the table depict their perceptions before diagnosis and
after they labeled themselves or were professionally diagnosed.

Diagnosis provided a ticket into a world where interviewees were as-
sured that they were not alone and that others shared the same problem,
where experts could provide explanations and treatments. It was a ticket
they could cash in as they interacted with others in society. Decades
ago, Parsons described the “sick role,” including how a sick person is
relieved from regular work and other social duties until recovered.?® A
diagnosis provides a license of sorts, such as when a child provides a sick
note to a teacher or an employee provides documentation justifying a
need to take a leave of absence from work. The explanation that comes
with diagnosis is not just for the individual being labeled, then, but is an
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TABLE 5.1. Perspectives before and after Diagnosis

Before Perceiving Oneself as Having OCD

After Self-Labeling or Being
Diagnosed with OCD

Rodney (US, diagnosed with OCD, depression,
and OCPD, although he disagreed with the
latter)

Ikept my OCD a secret for decades. . . . To be hon-
est I would not have recognized my disease from
reading the plethora of literature and media that
makes OCD sound like perfectionism or being a
“neat freak” [A friend recognized something that

I was doing as a compulsion and mentioned that it
could be OCD.] ... I never could imagine that even
one person in the whole world had what I had.

It was so unbelievable that it took me years after
learning about OCD to truly believe the disorder
existed.

[After I read about OCD in books,] I
wanted to run down the street saying, “It’s
not just me!” It was a revelation. . .. [I gota
professional diagnosis because] I thought if
my disease was recognized by the medical
community it would be easier to get social
service help. Also, if I were observed or
caught in some of my compulsive behaviors
I would have a better mechanism of ex-
plaining. . . . I felt relieved [after diagnosis]
but still skeptical that anyone would believe
me . .. that the rest of the world would re-
ally believe there is such a thing as OCD. . ..
[I feel] somewhat stigmatized, somewhat
relieved, yet I also feel morose over the fact
that I have to live with this the rest of my
life. . .. [Before] I lived with the delusion
that after I finished a particular phase of
some compulsive behavior, I would begin
life anew, free from all my compulsive
behaviors.

Clara (India, diagnosed with OCD)

I knew something was wrong, that I was turn-

ing mad. Only later did I realize that it was called
OCD. ... I was reluctant to go [for professional
help] till the end. I thought people will be labeled
as mentally disturbed if I went there. . .. I did not
want the society to abandon me as a mentally

ill person, so I would hide all my OCD .. . but
everything went out of control. . . . I was sixteen
years old and my board exams were nearing when
I grew really anxious about a thought and used to
act like a freak. . . . I believed in OCD too much. . ..
[My family] got to me to a psychiatrist when I was
deeply suffering. I wanted to go to a psychiatrist
myself as it was not under my control.

[After the diagnosis] I was feeling very awk-
ward. I thought I had become a mentally
sick person and would cry a lot. I would

be sad all the time and get depressed. . . .

I felt bad in the beginning but later I
thought it was OK, as it reminded me of the
other thousands of people who had what
Ihad. ... [Not having a diagnosis] would
have [bothered me]. . .. The guilt of get-
ting bad sexual thoughts faded in me after
knowing that it was just an ailment and that
I was not responsible for my thoughts. . ..

I was really extremely worried about my
future. I thought I would never achieve all I
wanted to do in my life. But now that I am
fine, I will do fine.
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TABLE 5.1. (cont.)

Before Perceiving Oneself as Having OCD

After Self-Labeling or Being
Diagnosed with OCD

Jesse (US, diagnosed with OCD, ADHD,
depression, and GAD)

My symptoms, prediagnosis, definitely made me
feel different and abnormal. I knew something
was wrong and that other people didn’t seem to
struggle with this, but I had no explanation as to
what was wrong with me. ... Iwasataloss....I
felt very alone because I couldn’t find any evidence
anywhere of someone with similar experiences.

Since being diagnosed I feel as though I
finally have an answer that explains what I
struggled with all my life. . . . I take some
comfort in this and it has helped me to re-
fine my search for help. . .. Being diagnosed
was, however, a double-edged sword. On
the one hand it was good to know I have a
legitimate mental condition. I'm not some
kind of “special” outlier who no one knows
what to do with. On the other hand, I have
a legitimate mental condition. That, I've
had to come to terms with. . . . I realized
that I might actually be “mentally ill” This
had an impact on my self-image and made
me feel sick and impaired. . . . It also caused
me to think that I have something that
although treatable would probably never
go away. . .. At the same time, paradoxi-
cally, I felt some sadness that I struggled
for all those years without knowing what
was wrong with me and maybe I could have
gotten help much sooner. . .. I suppose

I'm a little disappointed that reaching this
diagnosis required so much self-advocacy
[years of looking up information] and hav-
ing the good fortune of being married to a
psychiatrist.

Lacy (UK, diagnosed with OCD, depression,
and GAD)

I have felt very “fobbed off” by the medical profes-
sion. I have been told over the years to “go home
and forget about it,” “it’s your age,” “you’re not
feminine,” . .. “it’s all on your head” ... I found this
terribly frustrating and upsetting. I didn’t feel I was

being listened to at all, and felt like a freak.

» «

I finally had an explanation for my weird
behavior. I first realized I had OCD when

I read an article about it around ten years
ago. However, because I had never told my
doctors everything about my thoughts/
actions, they first put it down to stress, and
then told me I had obsessive traits. I know I
had OCD because of what I'd read, but I was
too afraid to tell anyone about it because I
was afraid of being locked up in prison or in
a mental asylum. Finally, last month—after
reading a book—1I told my doctor about my
scary thoughts. . .. It has taken me at least
eight years to get a proper diagnosis, and
now that I finally have, I hope I can move
on with my life. . . . I feel I can now say my
behavior is the OCD and not just me! This
makes a huge difference, and gives me so
much relief.
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explanation for others. People who feel sick and unable to fulfill ordi-
nary obligations, but have no diagnosis, sometimes struggle in the face
of a hostile social environment.*® Those around them may feel they are
making something up, trying to get out of work, or being lazy. As Jutel
wrote, “Being diagnosed gives permission to be ill”’*’

Before Rodney’s diagnosis of OCD, he felt he did not have this per-
mission, and people responded to him in condescending and negative
ways. He considered his self-diagnosis sufficient for himself, but he
sought an official diagnosis from a professional in order to appease so-
ciety. He thought a professional diagnosis might provide him with more
access to social services and also engender more patience and under-
standing from others.

Gaining information about OCD as a mental disorder expanded the
available meanings from which people could draw when conceptual-
izing what was happening to them. Interviewees sometimes described a
feeling of isolation in the last chapter, but once they had the OCD label,
they were linked to a whole world of other people. They were not “mad”
or “a slow worker” or “lazy” They had OCD. All of the quotes in table
5.1 reveal this. Recently, I attended a conference at which someone used
the phrase “diagnostic capital” to try to capture this import, indicating
that a diagnosis is a resource. In Barker’s book about fibromyalgia, she
documented how women hungered for an explanation for their chronic
symptoms but were sometimes dismissed by the general public and
healthcare professionals, for example, being told it’s all in their heads.
This questioning of their pain increased “sufferers’ social isolation and
dark mood.”**

With diagnosis, interviewees expressed relief in knowing they were
not alone. A diagnosis signified that other people experienced the same
and that there was public recognition of an explainable problem.?* Pre-
viously, they were struggling. Some, like Lacy, hid, fearing stigma and
the reactions of other people.

Diagnoses come with explanations. A diagnosis of OCD meant that
people’s bizarre and troubling thoughts were not reflective of who they
were as people and were not necessarily true. Like Maeve, mentioned
at the beginning of this chapter, some people began trying to separate
what was them versus what was their OCD. Lacy felt diagnosis gave her
permission to separate herself from the OCD.
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Bodies have culture and a history.*® As people with OCD continued
to learn about OCD, they sometimes grouped more and more thoughts
and behaviors under this heading, even those they had not previously
perceived as a problem. This was most obvious when people looked back
at their past and perceived that they had perhaps experienced obsessions
and compulsions as a child, although not necessarily to a degree they
felt would be diagnosable. They reframed their earlier experiences and
reconstructed their OCD trajectory.

Importantly, diagnoses indicate there is hope for treatment, if desired.
A diagnosis indicates there are professionals studying the sickness and
experts to whom one can turn. Jesse regretted not being able to get help
sooner; Clara claimed that, with diagnosis and treatment, she will now
be fine.

I referred to diagnosis as a ticket, but this ticket does not come cheap.*’
Anyone who has feared the results of a medical test, such as that for can-
cer, wondering if it will come back positive or negative, knows this. Karp
depicted diagnosis as a “double-edged benchmark in the illness career”
of those with depression, as it confirms that you have something.>* This is
compounded for people with mental disorders because these labels can
be associated with stigma. Medical/professional conceptions of disorders
as well as public stereotypes of disorders now hang like a coat on those
diagnosed. For interviewees, diagnosis meant they had a diagnosable
mental disorder, which may or may not lead to remission.

Stigma

Diagnosis brings concerns about being stigmatized for having a men-
tal disorder. Professional conceptions, as well as the whispers, taunts,
jabs, compliments, stereotypes, and overall public conceptions of a dis-
order, become relevant for people with OCD. They are now personal. A
joke in the media about someone checking something repeatedly is no
longer a joke about someone else, but a joke about themselves. Those I
interviewed had been socialized into societal views and stereotypes of
those with mental disorders. These conceptions affected how the people
I interviewed looked at themselves and what they expected when inter-
acting with others. Sometimes interviewees even believed them or acted
on them.
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Monty said he used to “make fun” of people with symptoms all the
time. Meghan said she and her husband still laugh at people with OCD
for doing “crazy” things. Generally, although the people I interviewed
sometimes believed the stigma surrounding mental disorders had
been decreasing over time, they recognized that public perceptions
of mental disorders could be negative and stereotypical. This was true
despite the diversity in locations of respondents, as is apparent from
the following comments:

[In England, people view those with mental illness] as strange and odd.
Because we still have old institutions . . . old Victorian mental hospi-
tals, which brings up images of straitjackets and slaver. (Chris, United
Kingdom)

Even a couple of years ago I felt that if you had a mental disorder people
just thought you were worthless and crazy. And I think some people still
do feel that way. . . . [Although] I think society has grown more accus-
tomed to people with mental disorders . . . there is definitely still a stigma
placed on people with any mental disorder. I can easily tell my coworkers
that I have to leave work early to go to a dentist appointment, because
that is “normal” It’s not as easy for me to tell my coworkers I'm leaving
early for a psychologist appointment. (Maeve, United States)

[Perceptions of people with mental disorders] are really bad, especially
here in my country. . . . People laugh at mentally ill people. They don’t
receive love and affection, which they need the most during that period,
[but can be] neglected and abandoned. (Clara, India)

Stigma has a number of definitions, but the sociologist Erving Goft-
man broke this concept down in a useful way from which many scholars
still draw.”* He argued that as we go through life, we regularly categorize
people, and in particular contexts we have certain expectations:

Social settings establish the categories of persons likely to be encoun-
tered there. . . . When a stranger comes into our presence, then, first ap-
pearances are likely to enable us to anticipate his category and attributes,
his “social identity” . . . We lean on these anticipations that we have,
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transforming them into normative expectations, into righteously pre-
sented demands. Typically, we do not become aware that we have made
these demands or aware of what they are until an active question arises as
to whether or not they will be fulfilled. . . . [This imputation can be called]
a virtual social identity. The category and attributes he could in fact be
proved to possess will be called his actual social identity.**

Stigma exists when there is a negative gap between these two identities
(virtual and actual social identity). In other words, we meet a person and
find out they are not what we assumed. They are different in a negative
way from our presumption.

Stigma is thus a discrediting attribute grounded in societal stereo-
types that people use to distinguish groups as different (other than
themselves). Avoidance and discrimination can follow. For research-
ers Bruce G. Link and Jo C. Phelan, stigma refers to the co-occurrence
of interrelated processes, including the grouping of people into nega-
tive stereotypes and the creation of inequality from status loss and
discrimination.>

Mental disorders can be stigmatizing, so it is no surprise that the peo-
ple I interviewed were fearful of stigma. People can anticipate and be
concerned about whether others will primarily view them through ste-
reotypes about mental disorders (stigma consciousness).’® Researchers
have noted how media have long portrayed people with mental disorders
in stigmatizing ways.”” Individuals with mental disorders face difficulties
and challenges in everything from securing housing to participating in
the workforce.*® Communities have protested against housing for those
with mental disorders within their borders. Employers have admitted to
being less likely to hire someone with a mental disorder than they would
someone with a physical illness. There is evidence of a wage gap between
people with and without disorders. Despite popular claims and hopes,
stigma has not radically diminished over time. Bear in mind that we are
not talking only about stigma that might occur as a reaction to a person’s
actual thoughts and behaviors. Labels themselves—that is, being diag-
nosed as having a mental illness—can be stigmatizing and have been
linked to poorer well-being.>* With respect to self-stigma, people with
mental disorders recognize societal prejudice and discrimination and
can internalize these; stigmatized self-views have been associated with
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lowered self-efficacy and self-esteem.* In a way, people can discriminate
against themselves by, for example, isolating themselves.

The Stigma Hierarchy and Trivialization

While there does appear to be a general stigma that can come with hav-
ing any “mental disorder,” the story is not so simple. Imagine a close
friend tells you about a recent diagnosis. Would your feelings vary if
they said depression versus schizophrenia? When I was talking with
Talia, who lived in the United States and was diagnosed with OCD and
depression, she told me there is a “hierarchy” in terms of how people
think about mental disorders. She remembered having a conversation
with someone who said they would date someone with OCD but not
someone with a personality disorder. Not all mental disorders are per-
ceived the same or treated the same by the general public. Some are
perceived as less serious than others. Some are perceived as more treat-
able than others. Still others are conceptualized as more amusing and
quirkier than others. These distinctions reveal that there is an acceptance
or stigma hierarchy. It captures the way in which some disorders are per-
ceived differently from others at times, leading to particular disorders
being less stigmatized. The idea of a stigma hierarchy is an underused
concept people have employed in the past to talk about how people,
even professionals, rank people’s sicknesses and health problems.*!

The hierarchy was something interviewees applied to themselves.*?
In order to make sense of their diagnosis, some people with OCD
compared the disorder to other sicknesses and disorders, physical or
otherwise. They ranked disorders based on a variety of factors, includ-
ing perceived seriousness, prevalence, and ability to be overcome. For
instance, if they saw OCD as worse than other illnesses and disorders
people might have, they could have more negative perceptions of self.
When Jesse was diagnosed with generalized anxiety disorder (GAD), he
was able to accept the diagnosis and saw it as fairly commonplace. He
thought “a lot of people are anxious (and depressed for that matter) so
it didn’t seem very unusual” However, when the diagnosis was switched
to OCD, his self-conception declined. He appeared to think OCD was
perceived by society as more severe, and this affected his self-conception
negatively.
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On the other hand, if people with OCD saw it as less serious than
other disorders, they could have more positive perceptions of self. For
instance, Monty said his OCD was “not like hearing voices” and “not
like being depressed to the point where you don’t want to live anymore.”
A couple people argued that OCD was more capable of being overcome
than other health concerns. One of them explained that people think of
mental illness as something serious and requiring hospitalization be-
cause the sufferer might be dangerous. They said OCD is different and,
from their perspective, is not even a mental illness because it can be
overcome.

Generally, the people I interviewed felt that the public perceives OCD
as less stigmatizing than other disorders, and they talked about how the
disorder is trivialized. According to Phineas, “Unfortunately, in today’s
world, OCDers are a big joke to people. I hear it all the time. There is even
a guy on a local radio show here that cracks jokes about us all the time.
They think it's funny when people have to wash their hands over and over
again, or can't stop pulling their hair out, or anything else we do. You bring
up OCD, and people automatically assume you are afraid of germs. It's sad
that more people don't realize the other ways people are affected”

Tangled Web

Overall, I argue that OCD has become increasingly medicalized/psy-
chiatrized/psychologized, as well as treated as typical or everyday. The
result is that people with OCD are caught in a tangled web between
potential stigma and trivialization.

I have covered how having a mental disorder is potentially stigmatiz-
ing, and people with OCD are concerned about this. The effects of trivi-
alization are a bit different but nonetheless problematic to people with
OCD. Some interviewees mentioned this, and a host of articles, blog
posts, podcasts, videos, and other materials exist online that rail against
the trivialization of OCD. They were created by people who have the
disorder, as well as by others, including their family members, mental
health organizations/advocacy groups (such as the National Alliance on
Mental Illness [NAMI] and the International OCD Foundation), and
counseling centers and news outlets. I found this out by doing an online
search for the phrase “so OCD.”
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That phrase really bothers some people with OCD when they hear
it because it symbolizes the public trivializing of the disorder, for ex-
ample, when they see someone without a problem acting so OCD. I did
a google search for the phrase and scrolled through the first fifty results.
I analyzed the thirty-one pieces that actually used the phrase (and were
not duplicate results).*’ These sources argued that it may be trendy for
the general public and the media to throw around the term “OCD.” Say-
ing someone is “so OCD” has gotten to the point that it is akin to a
“fun fad”** However, when this is done, these authors have said OCD is
treated as something humorous, and not that serious, like a quirky per-
sonality trait. Interestingly, some of these sources claimed, more people
may end up believing or saying they have OCD than would really be
diagnosed.

Meanwhile, trivialization can make it hard for people who actually
have the disorder to perceive themselves as potentially having OCD. As
mentioned at the beginning of this chapter, some people I interviewed
knew OCD existed and were aware of stereotypical forms the disorder
can take. Because these forms did not align with what they were experi-
encing, they did not perceive themselves as having OCD. Winona lived
in the United States and was in her thirties when we spoke. Her best
friend was a psychologist and used to tell her, “Girl, youre so OCD,”
but using that phrase had become so clichéd that Winona thought her
friend was joking. Winona was later professionally diagnosed with the
disorder.

I argue that trivialization can lead to its own form of stigma. For ex-
ample, imagine that people have been pleasantly interacting with some-
one who has OCD. Then one day he tells them that he has OCD and
needs to get off work early to visit a therapist or has to cancel their eve-
ning plans. Basically, his disorder is debilitating, but they do not realize
this. His boss and friends think OCD is just a quirky personality trait.
They perceive him as not having a real problem and think that he wants
special privileges. As a result, they may start distancing themselves from
him. One man I interviewed argued that trivialization had led people to
perceive him as lazy because he was unable to hold down a job as a result
of his OCD. A study of children with ADHD in the United Kingdom
found that some teachers and headmasters did not perceive the disorder
as real and therefore did not provide allowances for such children.*?
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One interviewee who worked in the mental health care field felt that
stigma resides more in that field than any other, noting the jokes they
frequently heard and how professionals “really fail to see the terror/hor-
ror/nightmare that it [OCD] causes for those of us who suffer with it
For people with OCD, it can feel as if everything is conspiring against
them. As Janet phrased it, “Society does not view people with OCD in
the true sense because it is so carefully hidden. When they are forced to
look at it, there can be a range of reactions including distaste, fascination,
pity or even amusement. . . . Mental health services view the disorder as
a low priority because they are busy trying to help those with psychoses,
the real mental health patients. As the OC [obsessive-compulsive], you
are left feeling you lose out on both sides. Society thinks you are ‘mad,
but the health service doesnt, so you get the stigma but not the care” Ef-
fectively, she said, “You almost feel you have failed to be really ‘mentally
ill. You couldn’t even do that properly”

Therefore, people with OCD can never quite be sure how people will
treat them. They face uncertainty and risk in presenting themselves to
others regardless of whether they attempt to reveal or hide their OCD.
The disorder already involves uncertainty. Grayson argued that the “in-
tellectual and emotional uncertainty of ‘what if” is, I believe, the root of
most OCD symptoms.”*® Social interaction compounds the issue.

What is the solution? Many people and organizations believe, as re-
flected in the comments by Maeve at the start of this chapter, that the
public needs more information about OCD. The online pieces I ana-
lyzed blamed the general public, media, businesses, and even health-
care professionals for promulgating incorrect stereotypes of OCD. They
largely reiterated that OCD is misunderstood and treated information
as a weapon to combat such. The belief that more information and
mental health literacy provide a solution seems plausible in light of re-
search indicating greater mental health literacy may reduce stigmatizing
attitudes.*’

Yet, I argue that we must be cautious, especially when considering
how information is relayed. If you have OCD, it can be easier to tell
people that you have the disorder without fearing what people will think
because it is trivialized as quirky and not that serious. One woman with
OCD described having “mixed feelings” about how much she wanted
the public to learn about the disorder. She preferred “safe” representa-
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tions of OCD in the media that omitted the suffering and ritualizing
that can go along with OCD. Will encouraging the public to perceive
OCD as more serious lead to increased fear and stigma? Consider an
editorial by Tania Louise Gergel in the Psychiatric Bulletin, in which she
wrote: “Challenges to psychiatric stigma fall between a rock and a hard
place. Decreasing one prejudice may inadvertently increase another.
Emphasizing similarities between mental illness and ‘ordinary’ experi-
ence to escape the fear-related prejudices associated with the imagined
‘otherness’ of persons with mental illness risks conclusions that mental
illness indicates moral weakness and the loss of any benefits of a medical
model. An emphasis on illness and difference from normal experience
risks a response of fear of the alien”*®

In one study, researchers provided people with information about a
hypothetical person who experienced violent thoughts of hurting a rela-
tive. Participants in the study who believed the vignette was about OCD
versus schizophrenia expressed less stigmatizing attitudes.*” For this
reason, I am concerned that while greater public understanding of OCD
may reduce trivialization, it could potentially fuel negative mispercep-
tions; reducing one problem may further another.

Considering the Impact of Increased Mental Health Literacy

To explore the issue of whether greater knowledge of OCD may reduce
trivialization and/or foment stigma, I surveyed students enrolled in
introductory sociology classes between the years 2016 and 2018 at a
university in the southern United States about their knowledge and per-
ceptions of different forms of OCD.*° I surveyed 556 students whose
mean age was 21 (SD = 4.965, range of 18—54). Table 5.2 presents the
demographics of this group of students. I presented them with written
vignettes depicting different forms of OCD that involved obsessions about
inadvertent harm; sexual orientation; blasphemy (religious/scrupulosity
OCD); contamination; order/symmetry; harm; sexual thoughts about
children (“pedophilia OCD”); or relationships. Vignettes also depicted
responses to the obsessions such as compulsions or avoidance. After
each vignette, I asked the survey respondents to tell me what illness/
disorder/disability, if any, they thought the person in the vignette had.**
Then I asked them questions designed to tap into stigma, asking if they
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TABLE 5.2. Descriptive Information about the Sample of

Students Responding

Variable % (frequency)
Sex, n =556

Female 77.7 (432)
Male 21.8 (121)
Other 0.5 (3)
Race, n = 548

White or Caucasian 61.9 (339)
Black or African American 32.1(176)
Asian 1.6 (9)
Other 0.4 (2)
Self-identified as more than one race 4.0 (22)

Ethnicity, n = 553

Hispanic, Latino, or Spanish origin 5.4 (30)

Yearly Income Bracket, n = 554

$0-15,000 82.7 (458)
$15,001-30,000 6.7 (37)
$30,001-45,000 4.0 (22)
$45,001-60,000 2.2 (12)
$60,001 and above 4.5(25)

Religious, n = 555

Very religious 38.7 (215)
Somewhat religious 52.6 (292)
Not religious at all 8.6 (48)

Yourself, a Family Member, or Close
Friend Ever Been Diagnosed or Labeled
with a Mental Disorder, n = 556

Yes 44.6 (248)
No 54.0 (300)
Rather not answer 1.4 (8)
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would be willing to work closely with the person on a job, have them
as a friend, have them as a neighbor, and go on a date with them. I also
asked if they would support work or school accommodations for the
person, hoping that would help me see if they were treating the problem
in the vignette as serious or trivializing it. Finally, I told them that all the
vignettes were about OCD and asked them if that changed their percep-
tions of the disorder and people with the disorder. The survey contained
closed-ended and open-ended questions.

The surveys confirmed that there is a knowledge hierarchy based on
type of OCD. Just as occurred in surveys of healthcare professionals,
the students were more likely to recognize certain thoughts/behaviors as
OCD more than others (table 5.3). (Note that if they mentioned “OCD”
or terms such as “obsession,” “compulsion,” or “intrusive thought,” I
grouped that into the category labeled OCD. For the contamination vi-
gnette, I grouped responses such as “germaphobia,” “phobia,” and “my-
sophobia” into the category labeled germaphobia.) Students were better
able to identify stereotypical representations of OCD but had trouble
identifying other forms of obsessions and compulsions. More specifi-
cally, 81.8 percent of those who read about a fictional person with obses-
sions and compulsions related to order/symmetry were able to identify
the problem as potentially related to OCD; 73.7 percent of respondents
marked the vignette depicting contamination concerns as potentially
related to OCD or germaphobia. Less than half (44.4 percent) were able
to identify the vignette depicting someone worrying and checking for
inadvertent harm as related to OCD. Very few could identify vignettes
about sexual orientation (2.5 percent), relationships (3.7 percent), blas-
phemy (6.5 percent), harm (6.4 percent), or sexual thoughts involving
children (4.0 percent).

The students found the “normal” in or downplayed some of the con-
tent of these vignettes. A large proportion of students felt that concerns
about relationships (45.8 percent) and blasphemy (31.3 percent) were not
illustrative of an illness/disorder/disability. For instance, a number of
students indicated the individual described in the vignette about blas-
phemy might just be highly religious. One person wrote, “No mental
illness there, seen a lot of those down here in the South” Another said,
“I'm not quite sure about this one either, but I am going to say none be-
cause a very religious person would probably pray constantly anyway.”’
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TABLE 5.3. Identification of Vignettes by Respondents: Percent (Frequency)

Label
Given by
Respon-
dents Vignette
=
= oy 2 ., E 3
—_S - 9 ] & —_
5 5 5E 2 Sg | EE & g T g
B9 o g < o, o= T = 17} o =]
= 2 g 3= SRS e g = < 3
»n O Ox ~3 O = S8 M jany Own
n=552 n=55 n=542 n=555 n=554 n=553 n=551 n=>546
OCD 2.5(14) 81.8(454) 3.7(20) 38.2(212) 44.4 (246) 6.5(36) 6.4(35) 4.0(22)
Germa- — — — 35.5(197) — — = —
phobia

Anxiety 0.9 (5) 02(1)  4.6(25) 1.1(6) 157(87) 85(47) 3.6(20) 1.3(7)

Other type  6.0(33) 32(18) 50(27) 54(30) 146(81) 7.6(42) 23(127) 28.8(157)
of illness/
disorder/
disability

Noillness/ 45.8(253) 4.7 (26) 45.8(248) 52(29) 2.2(12) 31.3(173) 4.7(26) 5.7 (31)
disorder/
disability
depicted

Don't 447 (247) 10.1(56) 41.0 (222) 14.6 (81) 23.1 (128) 46.1 (255) 62.3 (343) 60.3 (329)
know/

unclear

response

Similarly, some respondents thought the vignette about sexual orienta-
tion might depict someone who was confused about their sexuality or
was gay or bisexual.>?

One concern I share with researchers as well with individuals with
OCD is that the public may misinterpret people’s thoughts as reflec-
tive of their deepest desires and/or future actions. I found this occurred
with my students. As already mentioned, some students labeled the
vignette about a person with obsessions about their sexuality as being
bi-curious or gay. I am also concerned that people might misperceive
taboo thoughts, such as those about harm, as reflective of future actions,
when in actuality having these thoughts does not mean one is at a higher
risk of acting violently compared with the general population.®® Student
responses indicated a level of confusion over how to interpret vignettes
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with content related to fears of causing harm and pedophilia. A num-
ber of students misinterpreted the vignettes as depicting people who
wanted to cause harm to others, sometimes labeling them as “crazy;” or
“bad” More than a quarter of students reading the vignette about fears
related to pedophilia inaccurately labeled the person as having pedo-
philia or being a child molester, a rapist, a sexual predator, or something
similar.

Students’ views on accommodations were a bit hard to interpret but
did vary by type of OCD (table 5.4). Students chose from the following
options regarding whether a person should be able to receive accom-
modations at work and/or school: 1 = “definitely should”; 2 = “probably
should”; 3 = “probably should not”; and 4 = “definitely should not”** Vi-
gnettes involving obsessions about inadvertent harm and causing harm
received the most support for accommodations. Concerns about one’s
sexual preference and love for one’s partner generated relatively little
support for accommodations, which may be related to how students
sometimes interpreted these concerns as within the bounds of social
norms or reflective of people’s true desires.

Students’ interpretations of the vignettes impacted their stated will-
ingness to interact with people who had these worries, leading to a
stigma hierarchy based on form of OCD. Table 5.4 provides informa-
tion about student answers by type of OCD, and at this point students
did not yet know the vignettes depicted OCD. Students chose from
the following responses: 1 = “definitely willing”; 2 = “probably willing”;
3 = “probably unwilling”; and 4 = “definitely unwilling” At one end of
this hierarchy, some students claimed they were always willing to sup-
port and help people with OCD. I found that many students said they
were willing to interact with people with various types of obsessions
and compulsions as a neighbor, friend, and work colleague. However,
for taboo thoughts about harm and pedophilia, students exhibited more
hesitation, sometimes with even willingness to have such a person as
a neighbor giving them pause. To explain, some students said that vi-
gnettes involving obsessions regarding harm/sexual molestation were
more stigmatizing because these thoughts were about illegal activities
that had the potential to affect others (including children who cannot
protect themselves). This was different relative to problems they felt had
little impact on an individual’s functioning, especially their impact on
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others’ lives. One respondent wrote: “Some [symptoms] only affect them
like leaving the house or germs, while others such as inappropriately
touching a kid or pushing a lady deals with other people and can lead
to them one day possibly acting upon these thoughts.” Students also put
up more barriers in the dating realm. The most common response (i.e.,
mode) for almost all of the forms of OCD in this study was that that
students were “probably unwilling” to date a person with such fears.*®
This relates to previous research that indicates people’s stigmatizing at-
titudes vary depending on how disruptive or dangerous they perceive an
attribute or condition to be.>

Importantly, students’ views were subject to some change once stu-
dents were told that the vignettes depicted OCD and they learned that
not all thoughts are windows into people’s true desires—more specifi-
cally, that having thoughts about harm is not correlated with engaging
in harmful deeds and that these are things a person with OCD fears.
This was reflected in comments in which respondents said that they
learned OCD is more complex and involves a wider variety of symp-
toms than they originally believed, and some became more empathetic
and understanding. One person wrote, “I learned there are many forms
of OCD and I am willing to interact and help someone with the dis-
order” Another said, “I understand what OCD is and I am willing to
interact with someone with OCD and try to be understanding of their
situation.” Therefore, information has the potential to reduce stigma
and misunderstanding. Despite this, not all students’ views shifted.
There was a proportion of students whose perceptions of OCD seem-
ingly changed for the worse as a result of completing the survey. One
student explained how some of the forms of OCD described still made
them uncomfortable and indicated they would feel “unsafe around such
individuals”

Therefore, my results provide support for the hypothesis that more
information may encourage the public’s recognition that OCD can take
many forms, and also may reduce stigmatizing attitudes and trivializa-
tion. However, the difficulty lies in helping the public understand that
these forms of OCD exist without leading people to become afraid of
those with OCD or alternatively leading them to think individuals with
OCD are exaggerating their problems. My results showed that increasing
people’s knowledge of OCD can encourage empathy but can also trigger
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stigma and fears based on misunderstanding. Further, considering the
students who felt some of the thoughts/behaviors described were ex-
pected (i.e., religious obsessions typical for a religious person), this sur-
vey unexpectedly revealed how greater public recognition of OCD could
possibly increase rather than diminish trivialization.

EBSCChost - printed on 2/14/2023 3:08 AMvia . All use subject to https://wm. ebsco.coniterms-of -use



6
Coping and Treatment

[Journal Entry] I really laughed a lot in the group [at the treatment program
for OCD] because the therapist is really cool and the . . . other patients were
just really nice. Then came the part that I was dreading: exposures. I had to
rank my obsessions and compulsions. Then the doctor spent some time with
me asking questions about my not so severe ones. Apparently, I do not have
an extreme problem with order and symmetry because he tried moving the
chairs around and moved some papers and it did not bother me. Next was
my need to check doors, lights, and windows. I told him that I am afraid that
there will be a fire if a light is left on. . .. My homework for tonight is to not
check any doors or windows. . . . So far so good with my homework. Some
other things that I had to do was on my way home from the hospital I had to
say that I am going to kill a person while driving over and over again to see
that saying this will not cause an accident. I did not run over anyone so that
is good. I am still not entirely confident about this, but I am going to keep
saying it while I drive for a while so I can see that nothing will happen. . ..

[Entry Four Days Later] Today was a really hard day for me. ... [In OCD
group] some patient talked about fire . . . [and apparently] I looked anx-
ious! Another therapist called me out on this. Dang, it is like these people
are inside my brain, haha (it is good though that they are so attentive!).
Exposure time came and today it was really anxiety-provoking. . . . [The
therapist] knew what was causing me great anxiety today: God. I refuse to
say the number after 5, the opposite of God, and the opposite of Heaven.
[For treatment purposes I] had to stare at a whiteboard that said “God
hates (the name of the therapist)”

—Kelcie

Once individuals perceived themselves as having OCD, a world opened
up in which they were not alone, and people like Kelcie could seek

117

EBSCChost - printed on 2/14/2023 3:08 AMvia . All use subject to https://wm. ebsco.coniterms-of -use



EBSCOhost -

18 | COPING AND TREATMENT

targeted professional help, the next stage of the OCD “career.” The epi-
graphs to this chapter are two excerpts from Kelcie’s journal written
four days apart, documenting her journey with OCD. When she first
contacted me, Kelcie was in her early twenties and had graduated from
college. Before learning about the disorder, she thought she was a “bad
person” for her rituals such as checking the lights to make sure there was
not a fire. She told me, “I am Catholic and one time for Lent I tried to
give up doing my quirky behaviors. That did not last long, haha.” Kel-
cie was bright and articulate, and her journal documented her valiant
efforts to challenge her obsessions and compulsions. It revealed what
treatment can look like for those with the disorder.

Although we commonly hear that OCD is chronic and there is no
magic cure-all,’ it is heartening to know that more than half of people
with OCD may achieve a level of recovery and potentially remission,
and even more can experience improvement. Regardless, a significant
proportion of people do not respond as well as they would like to con-
temporary treatments.” (See chapter 3 for a description of available
treatments.) Perhaps 10 to 20 percent of people with OCD may be “re-
fractory to all available pharmacological and psychological treatments,”
potentially leading them to choose more invasive treatments.’ It is true
that some people’s obsessions and compulsions spontaneously improve,
but one cannot count on that happening.

Over the years, I checked in with Kelcie and read her journal entries.
I observed her try multiple treatments, including medication, an inten-
sive outpatient program for OCD, and a residential program tailored
to helping people with OCD, the latter of which regularly have waiting
lists. She went through numerous highs and lows. Regardless, she man-
aged to complete a master’s degree and get married. At times she made
progress. There were journal entries where she depicted herself as eager
and hopeful, such as one in which she wrote, “I will be back to myself
(although I do not even remember my normal self anymore because it
has been so long) soon (I hope). Grr (good grr, the grr that makes me
seem like I am going to fight OCD down)!” In another she said OCD
was trying to change her: “I will, however, not let OCD overcome me. I
am who I am and nothing is going to change it”

It can be a herculean task for people with OCD to confront and go
against thoughts that are coming from their own minds and that seem
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very real and important. Researchers looking at the experiences of those
with health concerns have found that the help-seeking stage involves
people looking at themselves anew.* Obviously, treatment can play havoc
with one’s sense of self, for instance, when one undergoes chemotherapy
and loses their hair or has breast removal surgery. Those are pieces of
one’s body that shape identity. Interviewees became cognizant earlier
in the OCD trajectory that they could not take the mind for granted.
At this stage, they tried to change how they responded to thoughts and
their own mental processes. Consider Kelcie’s fear of germs and con-
tamination. She and some other interviewees compared OCD to an ad-
diction, with Kelcie saying in her journal, “I am addicted to washing my
hands and keeping myself and belongings perfectly clean.” She contin-
ued, “I cannot stop myself from doing it. I think about it constantly, and
when I am not doing it, I am anxious.”

Aspects of treatment made her feel that her religion was being be-
littled, and contamination concerns led her to keep washing her hands
and using hand sanitizer. She wrote about going outside without a coat
and feeling cold and sick, rather than wear a dirty jacket, which for her
was one that had gone longer than a day without being washed. One day,
therapists asked Kelcie to wear some of the same clothes two days in a
row as part of her therapy. Kelcie wore the clothes and managed to hold
off washing them in the washer. However, she washed them by hand.

In one journal entry she wrote that the program responded by getting
stricter. “If I am going to go to the bathroom a therapist has to come with
me. The therapist is going to have to time the amount of time it takes for
me to wash my hands and if it is longer than 30 seconds, the therapist
would knock on the door. If it is longer than 1 minute the therapist is
going to come into the bathroom. This freaks me out so much because
the bathroom is my safe place, but I guess not anymore.”

It is fruitful to perceive the people I interviewed as being in a met-
aphorical relationship or marriage with their OCD. Over time, OCD
became intertwined in many of their lives. Karp likened starting medi-
cation for depression to getting “married.”® I am borrowing from this
metaphor but altering it a bit. People with OCD have formed certain
patterns of thinking and ways of responding to their thoughts and cop-
ing, what I refer to as the daily grind. I am suggesting that at this stage
people with OCD consider if and how they want to reimagine this by
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doing things like ingesting medications or going to a therapist. At times,
Kelcie even questioned whether she wanted to get rid of her OCD. She
explained in her journal, “As much as I hate having it this severe, I really
do like some of the aspects of OCD. Will I not be a neat freak anymore,
but be a slob?. .. I do not want to be seen as just another normal person.
I take pride in being quirky”

We must also not forget that people’s use of conventional treatments
is circumscribed by larger structural factors. Interviewees were affected
by factors such as the cost and availability of qualified and knowledge-
able therapists. For instance, the price of visiting a knowledgeable
provider in the United States was sometimes prohibitive for persons I
interviewed, and in the United Kingdom people sometimes had to wait
to see healthcare professionals. These factors in combination with the
daily grind help explain what is behind what researchers refer to as gaps
between symptom onset and enrollment in effective treatments. In one
study of a sample of patients in Italy, approximately six years passed be-
tween onset of symptoms and disorder onset, then seven years between
disorder onset and help-seeking; finally, approximately a couple years
passed between seeking help and receiving adequate treatment.® (There
is evidence that some people who do not meet the criteria for diagnosis
of a mental disorder routinely seek help, though.)”

Healthcare professionals currently consider medications and cogni-
tive behavior therapy as the first-line treatments for OCD. These treat-
ments require different investments. Swallowing a prescribed pill is very
different from one popular form of treatment called ERP that falls under
the umbrella of CBT and that Kelcie described in her journal. This form
of therapy “consists of facing your feared situation.”® Part of the diffi-
culty, as Kelcie demonstrated, is that treatment for OCD can involve
going against commonsense strategies. What many people with and
without OCD do not realize is how the basic strategies we use to under-
stand and cope with our thoughts do not necessarily work the way we
assume. It is at this help-seeking stage that many people and those close
to them reassess their strategies in light of the available evidence-based
professional knowledge about the disorder. That, from my perspective,
is one of the largest impacts of the medicalization/psychiatrization/psy-
chologization of OCD.
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People with OCD do not live in a vacuum, and those around them
also have a relationship with the OCD. The OCD therapist Shapiro told
me that in some cases, whole households have been controlled by the
disorder. Kelcie's OCD was even part of her interactions with friends.
For instance, as she described in an email to me, “When my friends call
me at night to do something I usually say no. I need to know earlier
in the day so I can have the time to get my OCD rituals done. This of
course does not coincide with the college lifestyle, haha” When speak-
ing of her life with her husband, one woman said the OCD was “part of
everything that we do” People may get a reprieve from certain social
expectations when they are sick, but others may expect them to seek
treatment and conform to therapists’ guidance.” Loved ones can help
people with OCD continue their old strategies or form new ones, even
becoming part of the treatment process.

Kelcie’s family worked hard to get her treatment approved by insur-
ance, and at times Kelcie was told that insurance was dependent on how
well she did in therapy. When she was not making enough progress,
therapists asked Kelcie’s mother to assist. Kelcie explained in her journal,
“My parents and I have to come up with a behavioral contract or some-
thing which basically means that my mom is going to have to watch
over my every move and punish or reward me for doing or not doing
anything OCD. I really do not like this idea at all because this would
make me seem like a little kid having his/her mommy watch his/her
every action! I also think that this would put a lot of stress on my mom.”

The experiences of interviewees and their loved ones in coping with
the disorder and utilizing conventional treatments are the focus of this
chapter. I continue my discussion of the help-seeking stage in the next
chapter, in which I examine how people with OCD used information
and social support to their advantage.

The Daily Grind

When we were discussing medications, Jeff, who was in his thirties,
said, “I have a lifetime of thoughts and habits and learned responses
keeping me from getting to 100 percent normal even if there is such a
thing. Besides, how would I measure normal?” His words address what
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I mean by the daily grind. People with OCD can spend years with their
thoughts and behaviors, coping in their own (sometimes unique) ways.
People’s attempts to manage and salve their OCD were complex, and so
any examination of these attempts cannot be limited to conventional
treatments. Interviewees developed patterns of noticing their thoughts,
for instance, and responding to them. They formed a type of relation-
ship or marriage with their obsessions/compulsions and their coping
techniques. Healthcare professionals would consider these coping tech-
niques helpful in some cases but hurtful (e.g., reinforcing the OCD) in
others.

Kelcie demonstrated how ERP therapy involves minimizing and
eliminating compulsions, but some interviewees got used to their com-
pulsions or thought they could utilize them as coping techniques. For
instance, Mick was willing to get help for the obsessions but found his
compulsions relatively functional.'® As he explained, “I feel that my
compulsions are a shield against chaos and obsessions, a structure I
can cling to when confused or overwhelmed.” He told me that compul-
sions work for him as long as he does not let them get out of control:
“I was a biology major, you remember. We learned that one must be
very careful before concluding that any trait in biology exists without
conferring some advantage to its organism. Compulsions are an inef-
ficient and sometimes embarrassing way of dealing with life’s problems,
a technique—to speak loosely—with many undesirable side effects, but
as the singer declaimed, T know that drinking makes my thinking hazy
/ but at least [it allows me to] think.” Mick has taken medication when
times were bad. Mick referenced biological adaptations, and researchers
have questioned whether some mental disorders are evolutionary adap-
tations, and if they might have served a beneficial function at some point
in the past. For instance, the psychiatrist Joseph Polimeni, along with
Jeffrey P. Reiss and Jitender Sareen, asked if OCD “could be a vestigial
phenotype once advantageous to ancient hunting and gathering tribes.
Symptoms such as checking, hoarding or adhering to excessive hygiene
could have conferred benefits to an entire tribe”*

Interviewees tried out a vast number of coping techniques before and
after diagnosis in attempts to minimize their obsessions and compul-
sions or make themselves feel better. They did so in more ways than I
had the creativity to imagine, and these became part of the daily grind.
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Chance regaled me with stories, saying that he was the happiest while
sitting on his couch in the buft, smoking weed with his wife. While we
spoke, he confessed that his thoughts were taking him other places: “It
will make you crazy because it almost hurts sometimes, having so many
thoughts go on and it constantly racing. It makes you tired without ever
moving. And when I smoke marijuana they stop.” (Note that some peo-
ple have reported to professionals that marijuana has no effect or makes
their symptoms worse.)'* Aiten even moved to live in a greener part of
the city to improve his mood."?

Many people tried to minimize their anxiety and stress and distract
themselves. They reported doing everything from spending time in cre-
ative activities, to getting out of the house and interacting with others
socially, working long hours, journaling, crying, exercising, trying to
have a positive attitude, using self-hypnosis, and changing their diets.
One thing Patrick did after being diagnosed, in addition to taking medi-
cations and a vitamin B supplement, was to create a routine: “What I
am trying to work on is a routine of physical exercise and mindfulness
based on self-therapy. I have experienced some bright spots from both,
most notably an increased ability to relax during high-anxiety thoughts.”
Missy, who was taking medications and had just found a new doctor
who was teaching her CBT and breathing techniques, talked to me about
eliminating caffeine from her diet: “I think that OCD is made worse by
additional stress, anxiety, etc. So my feeling is that if diet helps those, it
will also help OCD. ... I think that so much of our mental makeup is
what we put in our bodies, both mentally and physically” Some people
talked to me about the role of religion in their lives and how it served as
a salve. Janet wrote, “I find it comforting to believe that I was created this
way for a purpose and that God loves me as I am, OCD and all”

Still others became preternaturally creative in their coping. Nancy
had not been diagnosed when we spoke, but when her rituals started
taking up hours of her day, she tried to make not doing a ritual into its
own ritual, in other words, attempted to use the OCD on the OCD. She
said, “Any time I feel an obsessive thought entering my head, I try to
refuse it. I promise myself that by allowing it to pervade my thoughts
and actions that bad things will happen—that by ignoring them and
not acting upon them will mean good luck” One might wonder why
she and others with OCD did not just stop their thoughts (and thought
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suppression was an early form of professional treatment).'* Researchers
pointed out that “it is almost impossible to achieve perfect suppression
of any unwanted thought, image, or impulse even for a few minutes,’'
and attempting to do so may lead to their increase.'

At times people wanted to shut or slow down their minds, so they
turned to strategies such as sleeping and consuming alcohol. In Sarah’s
words, “[During an episode I] feel incredibly depressed, sometimes buy
a bottle of wine, sleep more to avoid the thoughts” When she told me
this, she was also partaking of conventional treatments. She lived in the
United Kingdom, was in her thirties, and had been diagnosed with OCD
and depression.

Without effective coping and/or treatment, situations could be-
come devastating. Sixteen people I interviewed said that at times they
had suicidal thoughts or attempted suicide, although all of them per-
ceived themselves as having comorbid disorders such as depression,
which sometimes they associated with the suicidal thoughts rather than
OCD. My heart hurt when Janet said, “At its very worst, OCD can be
life-threatening. This may sound dramatic, but I have been reduced to
alcoholism in trying to control the symptoms, years ago when I didn’t
even know what it was. I once took an overdose because I couldn’t face
living with it any longer”

A More Comprehensive Picture

My point is that we need to look at people’s help-seeking in a more
comprehensive way than simply the use of conventional treatments—
that is, one that incorporates people’s divergent ways of perceiving their
obsessions/compulsions, as well as their coping and use of complemen-
tary and alternative practices. For instance, at times the daily grind was
linked to interviewees being hesitant to change. In other cases, people
felt coping techniques and complementary and alternative medicine
helped them function after they had tried conventional treatments that
were not 100 percent effective.

Consider Phineas, who told me that he has had OCD since age four.
I was struck by the imagery he used to describe a breakthrough he had
in therapy at a residential program for OCD. After two months he was
getting breaks in which he felt as if he was in the present versus obsess-
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ing and caught up in his mind: “For the first time in my life, the outside
world held meaning . . . everything that usually goes on in my head was
in the background” I assumed Phineas had always been eager to partici-
pate, as he had gone through a lot before making it to the program (in-
cluding trying other professional treatments). He told me the opposite
was true: “I kind of fought the whole concept and ideas that they were
trying to feed me. You have to understand that growing up and know-
ing nothing but obsessing, it has become who I am and what I believe
about myself” After his doctor asked him to consider how his life had
been going following that path, Phineas became more receptive. He ex-
plained, “From that moment, I started doing the therapy and what they
asked. I had no clue if it would actually work, but he was right” Another
interviewee described being “afraid” to give up compulsions, fearing she
might “forget to do something, or something might happen if I don’t, or
I will be less organized and ruin something or be less efficient at my job,
and it starts all over again”

Some interviewees weighed the costs and benefits of trying a treat-
ment against how well they were coping as part of the daily grind, as
well as their past attempts at conventional help-seeking. When I inter-
viewed her, Joanie, who lived in the United States and was in her for-
ties, referred to herself as “functional” and able to work. She said that
if she were not, she might try taking medications for OCD. Years prior
to us communicating, Joanie saw a counselor who diagnosed her with
OCD, PTSD, and dysthymic disorder and helped her with her stress.
She had also seen someone who promoted what she termed a “wacky
type of therapy.” Still earlier, Joanie had seen a therapist who “was say-
ing she didn’t think I was crazy and there’s not much more she could
do for me”

One interviewee experienced side effects from medications and said
he believed alternative medicine and therapy should be tried first: “I am
a bit touchy on this subject because I trusted this psychiatrist when he
gave me Effexor at age nineteen and never told me anything about the
side effects.” This interviewee felt he overcame the OCD after visiting
professionals (one an MD and the other who worked with an MD) who
prescribed complementary and alternative treatments such as nutrient
therapy. He argued that OCD needs to be treated on “all fronts,” includ-
ing CBT, nutrition, mindfulness, and lifestyle.

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

126 | COPING AND TREATMENT

There are overlaps among coping techniques, conventional treat-
ments, and complementary and alternative medicine—such as the
use of mindfulness as presented in self-help books, religion, and con-
ventional therapies (see chapter 3). Complementary and alternative
approaches were incorporated into the daily grind by interviewees
themselves as well as recommended formally by healthcare profes-
sionals. Overall, people’s feelings about complementary and alterna-
tive approaches were extremely mixed. Compared with conventional
treatments, some interviewees perceived CAM as potentially more em-
powering (giving them more control over their health), more natural
(associated with fewer side effects), and faster acting (e.g., an on-the-
spot relaxation technique). However, most people I interviewed at least
tried conventional treatments, and I did not find widespread aversion to
conventional treatments.

Me, My OCD, and Medication

The people I interviewed sometimes hesitated (both before and after
believing they had OCD) to seek help from professionals or to share
everything they were experiencing. Going to a healthcare professional
could feel risky. Maeve would only tell her therapist everything when she
was having what she called a “breakdown” during which she could not
work or function well. Fear and embarrassment prevented her from say-
ing more. At times interviewees lacked faith in professionals; were afraid
that telling a therapist all their thoughts might lead to their being judged
or “locked up”; feared stigma (including that from just visiting a profes-
sional); expressed concern that seeking professional help would make
the problem more real and/or confirm OCD as part of their identity; or
were embarrassed or ashamed of their thoughts/behaviors. Research-
ers have cautioned us to consider the complexities of the OCD career
for ethnoracial minorities. For instance, to avoid stereotypes based on
race, African Americans might not disclose obsessions with aggressive
or sexual content and may face increased anxiety in encounters with
professionals.”

Trying to divorce your OCD using medications is different from
taking it to therapy. These approaches require different time invest-
ments and mental fortitude, leading to dissimilar impacts on the self.
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I assumed incorrectly that if people with OCD took medications, they
might be able to avoid the difficult work of confronting their thoughts.
Medications generally did not erase the OCD for interviewees, although
they added to the existing questions about self and identity that those
with OCD were already facing. Karp pointed out that medicalization
and pharmaceuticalization come with changes to people’s identities.'® In
his studies of people with depression, people could be reluctant to take
medications for a host of reasons surrounding who they would become
if they did so. They might be stigmatized. Ingesting pills works on the
mind and feelings and might change their personality, raising uncom-
fortable questions about their identity. They sometimes encountered
side effects like sexual problems which would affect them and the people
close to them. As a result, Karp’s interviewees exhibited some hesitancy
to take the proffered hand that medicine offered them when they visited
psychiatrists and doctors.

Those I interviewed asked themselves if they were ready to replace
their relationship with OCD with medications, and they exhibited some
of the same types of concerns and hesitations described by Karp.'® Miles
told me, “[I] didn’t like (and still don’t) the idea of taking something that
makes changes in your brain. I worry that I'm not ‘real’ anymore because
the drugs affect how your head works” Some people saw themselves as
inferior or were worried that others might see them as inferior for hav-
ing to take medications. Maeve said, “When I first started takingit ... I
felt like I was crazy, like I have to take medicine and I shouldn’t have to
be dependent on medicine to live my life” Some people critiqued profes-
sionals (e.g., for prescribing too little or too much), the pharmaceutical
industry, and social structures. “I think that drug companies make an
incredible amount of money off of convincing people that they are help-
less victims of a disease and can only deal with it through drugs,” said
Errol, who lived in the United States and had been diagnosed with OCD.
Joanie told me: “I don't like to be a government experiment. . . . [Its] a
fear about what the medication actually does and the lack of studies out
there for long-term use and what it actually does chemically in your
head”

If interviewees got past their trepidation and took medications, it was
more likely that they ended up in a relationship with the medication and
their OCD rather than filing divorce papers. Swallowing pills almost
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never led to their obsessive thoughts or urges to engage in compulsions
magically disappearing. One common effect reported by interviewees
who talked positively about medications was that they made it easier
to cope with OCD. “Prozac makes the OCD easier to live with,” Miles
said. For instance, some people felt that certain medications helped by
indirectly reducing their anxiety. Clara messaged me to say, “I was on
all kinds of medications, one after another. . .. [None] worked and I had
to solely depend on behavior therapy, but the medicines decreased my
anxiety.”

When medications worked more directly on their obsessions and
compulsions, interviewees tended to explain the effect as dulling or
slowing their obsessive thoughts and urges to engage in compulsions,
giving them an opening to change. Janet wrote: “I became aware that
the ‘sharp edges’ of my compulsive thought patterns were slowly soften-
ing. It became possible to leave some of the rituals alone. I was like a
dog who has always been tied on a short leash being given a longer one.
The boundaries were still there but further away. . . . I began to believe it
might be possible to get free altogether” Mick said he could more easily
“shrug off” compulsions because they didn’t seem to matter as much.
One man said that the medications took care of 40 to 50 percent of the
problem, and he took care of 40 to 50 percent. Bella had a more over-
whelmingly positive response when she referred to medication as a “sav-
ior” that allowed her to learn what “normal” was for the first time. Bella
was over sixty years old when we spoke; she lived in the United States
and had been diagnosed with OCD, chronic post-traumatic stress, and
GAD. She described herself as having been depressed in the past and
was once told by a psychiatrist that she sounded manic-depressive (but
she did not feel he listened to her, and so she dismissed that diagnosis).

Some medications presented interviewees with a new problem in the
form of side effects. The people I interviewed reported taking a range of
medications (not just SSRIs) and experiencing everything from sexual
dysfunction to weight gain. Consider what Janet experienced with an
SSRI:

At first, it was more difficult to eat and sleep. . . . But gradually . . . I entered
a phase of feeling “better than well” . .. I could feel energized, electrified,
bubbling over with ideas and self-confidence. . . . The downside to this
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came when I discovered I could not grieve for one of my dead patients. It
felt like rubber walls had been placed around my emotions and you try to
punch through to get to the bad feelings but it just wasn’t worth the effort,
so you bounce back. This seemed glorious after years of self-conscious,
uncertain introspection but I sometimes wondered if things were going
too far. . . . You are distracted and bedazzled by what is around you. . . .
Getting lost in the supermarket and stepping out in front of traffic were
two major difficulties in the early days.

Taking medication and then getting off of it is associated with the risk
of relapse, according to research.? Jesse said that if he missed a dose or
two of his prescribed SSRI, he felt “terrible, dizzy, and electric shock—
like feelings in my head when I move it suddenly. They go away about
an hour after taking the missed dose.” Further, interviewees sometimes
reported trying a variety of medications and dosages until they found
one that worked and that did not have a lot of side effects. Or, sometimes
they experienced a medication that worked for a period of time, and
then they had to switch again. This process of trial and error and finding
the right medication “cocktail” could be trying. (Genetic tests have been
proposed as a tool to assist people in targeting which medications would
be most effective for them.)

Their perspectives on medications and side effects affected their cost-
benefit analyses of whether to continue taking medication, helping to
explain why even those who took medications sometimes tried to get
off them, whether on their own or with the help of a professional. Re-
searchers and professionals regularly talk about the noncompliance of
consumers and try to figure out how to make them more compliant.
However, compliance “suggests that an objective is clear and can be met
if the patient does what the doctor orders,”** but as we have seen, people
with OCD can have various goals. Importantly, some people I inter-
viewed said medication made engaging in CBT easier, as well as partici-
pating in other activities such as meditation.*?

Taking OCD to Therapy

Destin talked to me about how treating OCD with CBT can be empow-
ering. It can be disempowering to believe that one has a “disease” and to
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recognize that consuming medications changes aspects of your identity.
For instance, Karp pointed out how some people went through changes
after taking medications that led them to question if their authentic self
was the one on the medication or off.>* In contrast, CBT can show peo-
ple they are the ones in control over their relationship with OCD. Destin
offered the following description:

Medication definitely helps but you also need that psychological realiza-
tion you can take control, that you're not reliant necessarily on the medi-
cation, although in part you know you kind of are. But the CBT really
reinforces or enforces the notion that you can and you are in control. It’s
you who gives in to the symptoms. It’s you that can also not give in to
those symptoms. And the more and more you don’t give in to them, the
more and more you gain control, the more and more you feel better and
it becomes, it becomes a roller coaster to keep going up and up and up.
The difficulty in that, again, is that you have to face it every day, and some
days you just feel exhausted by it all. And you know once you give in to
that one . . . the whole stack of dominoes falls.

After interviewees started to see themselves as people with OCD, they
began labeling thoughts/behaviors as “obsessions” or “compulsions”;
through CBT, people further distinguished the thoughts/behaviors
from their selves. For instance, Maeve appreciated the book Brain Lock,
which outlines a four-step program that coaches readers into separating
their OCD from reality and talking back to it. This included recognizing
that the brain can send out false messages.>* Maeve said, “Every time I
thought about something and I was obsessing, I'd stop myself and I'd be
like, “This is OCD. This is not a real issue. Stop thinking about it And it
worked. It was the first thing that had ever worked that I ever tried that
actually cognitively did that, fixed it. It wasn't just medicine. It was actu-
ally me stopping it” More recently, Jeffrey Schwartz and Rebecca Glad-
ding argued that similar steps can be used by anyone, with or without
OCD, to change “deceptive brain messages”*’

Often those people I interviewed who tried CBT, either with a profes-
sional or self-guided, reported that they were able to understand their
selves better and create distance between themselves and the OCD.
Chris wrote, “I realized that before CBT I had turned into someone
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who had little contact with the outside world because I was scared of
what I was going to do to them.” When Chris and I first interacted, he
described having obsessive thoughts constantly. Five years later he was
doing quite well and felt he no longer needed to actively see a therapist
or take medication. “The only positive thing to come out of it [having
OCD] is that I have a better understanding of how people work. . . . I feel
sad looking back and seeing how much of my life was wasted checking
things and ultimately being scared of—me.”

To get to this point, people learned that some of their primary ways
of coping as part of the everyday grind were problematic. Certainly,
some of their coping strategies or use of CAM provided people with
distraction or calm and worked to break apart the relationship between
them and their OCD. For instance, creative outlets and mindfulness can
provide useful complements to conventional treatments, as they do in
the McLean Hospital residential program for OCD.?® Other approaches
people tried reinforced the obsessions and compulsions, sometimes in-
advertently. Cleaning when they felt dirty, avoiding things when they
were afraid, or checking when they were unsure—such strategies ap-
pear to be actions anyone might take. However, existing research has
indicated ways in which these tactics are problematic for people with
OCD.?” In their book about children and OCD, March and Benton
wrote to parents that they and their children have probably “found that
sensible measures don’t work too well against nonsensical OCD.”?®

More specifically, performing compulsions might seem like a useful
approach (i.e., washing if someone feels dirty), and it appears that people
can experience at least some temporary relief from anxiety by engaging
in compulsions or neutralization.>® One interviewee referred to some of
her cleaning and organizing routines as “soothing.” (Like compulsions,
neutralization can be seen as an attempt to minimize anxiety; compared
with overt compulsions, neutralization is usually covert, and largely in-
tended to cancel out “the effects of a person’s own thought or action.”*°
An example would be a person with fears of harm coming to a particular
person attempting to neutralize violent images by replacing them with
images of the person as happy and healthy.)

However, researchers have argued that not engaging in compulsions
and neutralization is central. They have written that people with OCD
may not realize that their discomfort would have declined anyway if
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they had not participated in such compulsive behaviors and neutraliza-
tion.”" Instead, doing so can reinforce participation in such behaviors.
For instance, Rachman, a psychologist, theorized that people engage
in checking rituals because they believe “they have a special, elevated
responsibility for preventing harm [and] feel unsure that a perceived
threat has been adequately reduced or removed. In their attempts to
achieve certainty . . . people with high responsibility repeatedly check
for safety.”** Paradoxically, checking itself may increase one’s perceived
responsibility for preventing harm.** Compulsive checking may encour-
age distrust in memory confidence in people with or without OCD.**
Checking repeatedly may also lead to feelings that something is “not just
right”** Note that people with OCD sometimes try to check and “test”
if their thoughts are true. For instance, people with sexual obsessions
might try to assess if they get aroused by them; sometimes they might
even feel they notice a groinal response. However, “attending to one’s
groin actually causes sensations to occur there,” and groinal sensations
can occur for no reason; therefore, noticing a groinal response does not
equate to a person’s fears being true.’*® This checking can just fuel the
OCD.

Avoidance can fuel the OCD as well. Rather than challenging people’s
false ideas, it can reinforce them. One researcher explained this using
the example of a woman with obsessions involving fears of harming
someone, saying her attempts at avoidance, neutralization, or having
others with her “in turn increase her doubts and prevent her from dis-
confirming her fears, and the vicious circle continues.”*’
The therapist Penzel wrote:

When it comes to controlling OCD, I think the single most important
thing to understand is this: “The problem is not the anxiety—the problem
is the compulsions”” If you think that the problem is the anxiety, then you
will most likely keep doing compulsions as a way of relieving it. This is of
course wrong, as the compulsions only keep things going and convince
sufferers that the thoughts really are important and should be acted upon.
In actuality, when you stop doing the compulsions the anxiety eventually
subsides when nothing bad occurs. It is also important to realize and
accept that you cannot block the thoughts out, switch to a different set
of thoughts, argue with them, or reason them away. You need to see that
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when it comes to escaping the thoughts, you have lost this particular bat-
tle and that it is one you will never win. Once you understand this, you
can then get down to the business of confronting and overcoming your
frightening thoughts. . . . Some have suggested that having people carry
out such therapy work is cruel or mean in some way, but thirty-five years
of research contradicts this. . . . If the therapy ultimately relieves people
of their suffering in the quickest and most efficient way, and enables them
to function as parents again, I would label it as kind. Besides, as I tell my
patients, “You know what I would really do if I wanted to be mean? I'd

leave you the way you are”®

Because confronting one’s fears is obviously not easy, some forms of
CBT can be difficult for people with the disorder to implement, much
less understand how they work. One issue was the amount of time and
work involved. Winona told me she wanted a “quick fix” and that “ev-
erything that I read is such a turnoff to me. It’s so intimidating. It seems
like so much work.” To bring this type of therapy to life, consider how
Kirstyn said ERP was the “hardest thing I have ever done in my entire
life” but also the “best thing I ever did because I got better”

What is actually involved in an exposure might seem odd to some-
one without OCD, Kirstyn told me. She described how she was anxious
about the color green, so her therapist brought over a cloth that was
green. Kirstyn had to sit there with the material as her first exposure.
When you tell someone who does not understand the disorder, she said,
it sounds “almost ludicrous.” “Like how hard can that be to sit with a
piece of material for 9o minutes? . . . That’s what ERP is. Not doing what
your OCD tells you to do, but it really does work.”

ERP involves exposing yourself to your fears. As the therapist Shap-
iro explained to me, this leads to anxiety, and you wait until it reaches
its peak (which is typically when people turn to rituals) but you do
not perform the rituals. The anxiety runs its course and passes. This,
Shapiro continued, requires a person to trust the process and give up
some control for uncertainty, which is difficult considering the connec-
tions I have pointed out between OCD and control. Some behaviors
people described being asked to do as part of their therapy included
yelling profanities at a grave site; reading a book without counting syl-
lables; wearing clothing that incorporated LGBTQ symbols; saying and
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writing a feared number; touching feared or contaminated items, in-
cluding knives; having premarital sex and then going to communion;
having sex without rituals; and driving a vehicle close to the curb (as the
person was avoiding being near the curb in fear of running someone
over). In Phineas’s view, you are performing the exposure to prove your
brain wrong: “Inside of our heads is what feels real. You can actually
‘se¢’ yourself doing the things you fear. . . . Doing the exposures shows
your brain the falsehood of its thinking. It retrains your brain to show it
that what you fear is actually silly. . . . I would break out in a sweat and
my brain would literally start to hurt, because it's a muscle and you are
retraining it””

Winona told me that she knows “what needs to be done” to break up
with her OCD and has “read studies of what works,” yet she struggled
to put it into practice. She described trying to stop a ritual in which she
looked behind the shower curtain five to thirty times a day. She told me
that she cannot urinate until she has looked, so if she does not look, then
she finds she does not use the restroom either. Finally, she said she just
gives in and looks.

When people struggle with some thoughts/behaviors, such as those
about harm and sexuality, therapists may recommend utilizing imaginal
exposures or scripts.’® According to one source, “A person with scrupu-
losity might avoid certain activities, like going to the pool, because the
activities come with the risk of touching another person in a bathing
suit inappropriately, which might be regarded as a sin. . . . He might be
instructed to imagine brushing up against another person in a bathing
suit and be asked to experience those levels of anxiety without doing
anything to alleviate the anxiety*® According to the therapist Grayson,
a person who has hit-and-run OCD might be directed by a therapist to
listen to a recorded “imaginal exposure script” while driving that em-
phasizes how they may never know whether they hit anyone or not.*'
Grayson said we all live with uncertainty, and we can see how this chal-
lenges the intolerance of uncertainty in people with OCD.

Maeve had obsessions regarding whether she should be with her boy-
friend because he is not as religious as she is. In response to this, a thera-
pist told her that rather than wrestling with these thoughts, she should
tell herself, “Maybe I shouldn’t be with him” Maeve explained further:
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It’s hard for me to even tell myself that because every other counselor
or therapist I've ever went to has always used like a positive reassurance
method like just keep telling yourself, “This is just OCD. This isn’t real”
And with him, instead of doing that, I can’t reassure myself. I can’t ask for
reassurance from my boyfriend. Whatever 'm OCD’ing about I just have
to tell myself [how it might come true].

Grayson explained that fears should not be put into statements that they
will definitely come true but that they might come true.*? Such treatments
might seem a bit deviant unto themselves, but therapists have indicated
that they are training people to respond as people without OCD would.
However, an article published in a neuropsychiatry journal argued that
exposure through scripts has not yet been well validated by studies and is
sometimes performed in an ethically questionable manner.**

It was not always easy for interviewees to understand what techniques
would help versus hurt them. As one therapist told me, this can be com-
plicated because a lot of supposedly “positive” coping techniques can
become unhealthy if used excessively or in the wrong context, such as
cleaning and exercising. Some people I talked to were not even sure what
method their therapist was using with them. Perhaps it would reduce
some of the confusion I saw in my interviewees if they knew what type
of treatment protocol they were participating in and were provided with
data supporting its use. Some clients might also benefit from therapists
who inform them of the wide variety of ways OCD can manifest, from
intrusive doubts about past events (false memory OCD) to the urge to
compulsively urinate, in case clients are hiding something. Some inter-
viewees were unsure which thoughts/behaviors were OCD and should
be reported.

Note that even behaviors that can be problematic may potentially be
useful in moderation. For instance, a few prominent OCD researchers
have argued that safety behaviors (e.g., avoidance) can be used judi-
ciously to help people when they are new to treatment.** It may also be
useful to allow people to engage in a compulsion like checking some-
thing once rather than not at all. According to an article in the Journal
of Behavior Therapy and Experimental Psychiatry, “Given that ritual
is a very normal behavior . . . perhaps people with OCD can be given
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permission to engage in it within reasonable parameters”*® Therapists
have to work with what people with OCD are willing to try. Jeft said:

My therapist and I were going to do straightforward behavior therapy
using ERP worksheets, like those in Bruce Hyman and Cherry Pedrick’s
workbook. But I found out that I would have to do imaginal exposure
to my fear of committing the crime [one that he was too uncomfort-
able to discuss with me] and I wasn't willing to try even imagining that.
So we decided to do cognitive therapy instead and a limited ERP at a
relaxed pace. . . . I thought it would be wrong to fantasize about doing
something so bad. I also had obsessions about being humiliated, or go-
ing to hell, and nobody wants to sit around thinking about negative

experiences.

The therapist Shapiro told me about how people with obsessions about
harm may not be willing to let such thoughts sit in their minds because
they feel other people’s lives might be at stake or that to do so would be
uncaring of them.

I also saw online comments from people who worked hard to let
troubling thoughts pass through their minds without obsessing, but
then turned around and questioned why they were no longer bothered
by such thoughts and began to fear and obsess that they did not have

enough feeling. (Therapists refer to this as a “backdoor spike.”)**

Friends and Family: Their Relationship with the OCD

A couple interviewees surprised me by telling me about how they largely
hid their rituals and managed to put a stop to them alone when they
were young. Such a story was not typical among those I interviewed. The
sociologist Kathy Charmaz referred to friends and family as audiences
to chronic illness,*” but since people with OCD can metaphorically be
seen as married to the OCD, I perceive those closest to them as form-
ing their own relationship to the disorder. One family member I spoke
to compared it to a merry-go-round. Sometimes you are watching the
loved one seemingly going in circles with their obsessions and compul-
sions without moving forward. At other times it can feel as if you are on
the ride with them as you try to help.
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In one of the extreme cases I heard, Savannah said her life with her
husband, Sam, changed completely because of his OCD. He would fol-
low her around the house asking for reassurance constantly, and finally
she desired space. “We used to sleep together [and now don't]. ... He
has his own bathroom. I clean about every day almost and make sure
everything is how he needs it to be. . . . I am somebody who is probably
more of his friend than anybody else. . . . You love the person. . .. [But
it's] no longer the emotion you would have toward a spouse.” The burden
of OCD on the family can be the same as it is for other disorders like
schizophrenia.*®

Overall, confidants such as friends and loved ones can traverse the
same stages of the OCD “career” as those who have the disorder and
can try to alter their own relationship to the OCD at this help-seeking
stage. For example, confidants may help those with OCD decide if their
thoughts/behaviors seem problematic; provide them with potential ex-
planations for the problem or financial resources to seek professional
help; become part of professional treatment plans; and learn to live with
people who might have long-term OCD.

Consider how Lucinda’s daughter Becky had OCD and initially Lu-
cinda was frustrated and confused by Becky’s behavior. When Lucinda
first noticed Becky flipping lights on and off “like a hundred times,” she
searched for a way to explain what was occurring. She told me, “Her dad
and I, we thought she was just being ornery. . . . I said, ‘If you turn that
light on one more time you are going to sleep in the hallway. I go back
to my bedroom. The light goes on. . . . I made her lay on the carpet in
the hallway and we made her sleep on the floor. And when she was still
crying at four in the morning I decided this was more than just being
stubborn.” After defining the behavior as a problem, they sought to fig-
ure out the nature of the problem. In this way, Lucinda traversed the first
two stages of the OCD career with her daughter.

They lived in the United States, and after a psychiatrist labeled the
problem OCD, this changed how Lucinda perceived and treated her
daughter. Just as people with the disorder began to separate their “selves”
from the OCD, so did Lucinda. Previous research has shown that fami-
lies can struggle with how to conceptualize the disorder, including being
unsure of which behaviors are part of the disorder versus part of the per-
son’s personality, leading to conflict.*” As Lucinda explained, “I realized
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it’s not all her fault. It’s, you know, a feeling that they have to do some-
thing to even get through the day. . . . [I went from blaming to] under-
standing. . . . It made me understand mental illness better. . . . Made me
not be that kind of a person who thought ‘Oh, they’re just weak or crazy;
and just write them off” Lucinda moved heaven and earth to try to get
her daughter treatment and help after this, visiting many therapists. It
took a toll on their emotions as well as their finances. Lucinda told me
how her husband was ready to retire but they no longer had any savings,
leading to arguments. The whole family had to find a way to live with the
disorder (the last stage of the OCD “career”).

A few interviewees talked to me about how others cannot get well for
you. Although this is true, other people can certainly play a role in this
process and be affected. One critical but difficult aspect of being around
people with OCD is determining how to demonstrate care without ac-
commodating the OCD. While the people I interviewed utilized many
strategies to keep their thoughts/behaviors from impacting others, in
many cases the OCD seeped into their lives, with confidants forming
relationships with the OCD as part of their daily grind. Sometimes in-
terviewees had their families participate in their rituals, such as having
family members wash, check, clean, organize, and avoid. Even if oth-
ers did not participate in specific rituals, they could be impacted. For
instance, some families were not able to travel or engage in certain ac-
tivities because the person with OCD had difficulties doing so. After
graduating from college, Becky had trouble working, got caught up in
her OCD, and became reclusive. Her mother said, “She couldn’t eat with
us or be around us. She was scared of everything, not socializing and
barely leaving the house. . . . [After she left for a job] it was OK for a
few weeks but then the OCD took over again. She could barely func-
tion and called me crying she couldn’t eat and felt like fainting (OCD
had convinced her the food was contaminated). She was stick thin and
dehydrated.” Family and friends might be asked to provide empathy
and reassurance.

People with OCD can be desperate for reassurance that they aren’t
going “crazy, that they are not really child molesters, that they are not
gay, and on and on. They turn to therapists, self-help groups, online fo-
rums and communities, friends, family, significant others, and more in
order to find answers. Their requests for reassurance can be unending.
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MicK’s older brother remembered him asking his mother for reassur-
ance, for instance, to confirm that the door was locked. Mick’s mother
responded as many people would respond. She wanted to make her son
feel better so she checked and reassured him. MicK’s brother told me
that he would get frustrated but mostly thought to himself that this stuft
really bothers his brother, and it is easy enough for him to do what his
brother wanted.

However, OCD specialists have argued that there are problems with
family “accommodation” to OCD, such as helping with rituals, waiting
for people with OCD to complete these, or providing reassurance; OCD
may become the “head of the household.”** Accommodation has been
associated with poorer relationship functioning, symptom severity and
impairment, worse treatment outcomes for the person with the disorder,
distress on the part of the one doing the accommodating, and reduced
quality of life in the family.>' One study of pediatric OCD found that ac-
commodation behaviors by parents were a predictor of severity of OCD
symptoms.*

For people with OCD, receiving reassurance can feel better than not
having it, so healthcare professionals can help the family figure out al-
ternative strategies.’® I asked two therapists how they deal with this co-
nundrum of being empathetic without providing reassurance. Shapiro
said what occurs is that you tell them something once, and then do not
continue to provide reassurance. Patrick McGrath described how he
teaches therapists “how we can give facts once and then after that we
don’t give them again . . . although I often tell the patients if I'm going to
give them some facts to get a notebook out and write this down because
were not going to talk about it again. And of course that’s what people
with OCD would like to do is to constantly talk about things, over and
over again, just to make sure that they got it right, or they heard it right,
or to see if maybe the facts have changed from yesterday to today”

People with OCD and those around them are placed in a difficult
position. Imagine how the following feels for someone with OCD. Their
mind is feeding them negative thoughts. They want the thoughts to go
away, and when this does not occur, they want to analyze the obsessions
to tell themselves that they are wrong. As part of treatment, they may
be trying to confront their fears or even be utilizing imaginal exposures
where they are trying to accept uncertainty about topics on which they
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very much want certainty, for example, that they are a good person. Now
imagine you are a family member or close friend of someone with OCD.
You do not want to see them in pain, and you likely want them to just
believe they are fine. You want to comfort and reassure them, but how
can you do this when you know this may make the OCD worse? Yet, if
you withhold the reassurance, your closeness and relationship may suf-
fer as well. What works for the therapist does not always easily translate
to the home unless the person with OCD and those around them are in
agreement about how they should respond.

Winona discussed family interactions with me. Early in her relation-
ship with her husband, she tried to hide her OCD, but it came out.

It became easier to do things in front of him [as a result of him knowing
I had OCD]. But . . . part of me wishes I'd kept it in just because some
things I do are just so stupid and so embarrassing and so crazy. . . . I wish
that no one saw me do those things. . . . [But] there’s another part of me
that, it's amazing to feel so comfortable in my own skin with another hu-
man being and in spite of all the stupid-ass things that I do and he loves
me anyway.

Her husband tried to put limitations on what he would do for her at
times. He would say, “I'm not locking the car door again. I've locked it
already.” Before Winona had a baby, her husband asked her to get more
professional help and show that she was trying to work on the OCD, but
nonetheless at times he enabled. She reported that her husband some-
times accommodated her when she got really stuck on something, or
when he wanted to do something. Winona told me a story about how
her OCD kept them from traveling, much to her husband’s frustration.
When she did book a trip, her husband was so excited that he did what-
ever it took to get her there, even assisting with rituals. Her symptoms
worsened with pregnancy. She told me, “Everyone is sort of in the mind-
set of let’s just get her through this . . . to the other side, and [then]
we'll worry about not enabling” Note that research has shown that while
criticism can be acceptable, when people with OCD feel household
interactions are negative (e.g., they face hostile criticism and anger from
family), they do not experience the same successes in treatment.”* One
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therapist I interviewed also argued that it does not pay for families to
pressure people into treatment.

Just as there can be a gap between the inner and outer worlds of those
with OCD, the same is true for families. Despite how happy Lucinda’s
family may have looked on the outside, things were difficult behind the
scenes. We often think of stigma as clinging to a lone deviant individual
or a group of people, yet stigma (and fears of stigma) can pass over to
those around the stigmatized, something theorists refer to as “courtesy
stigma.”>® This situation is illustrated by the following comments from
Lucinda:

LucinNDA: I can't tell anybody at work. . .. I just tell them she has
anxiety. We don’t say OCD and that we are all contaminated because
I would feel crazy. [At that point, her daughter viewed the family as
contaminated and could not live with them.]

ME: So you think anxiety sounds better?

LuciNnpa: Uh-huh. It sounds more accepting to society.

ME: How do you think society views OCD?

LucIiNDA: As crackpots, as silly crazy people who just won’t stop what
they are doing, like they are nuts like my husband does.

Lucina brought the stigma hierarchy into play by labeling her daughter
as having anxiety rather than OCD because she felt this would be less
stigmatizing. She worried not only about how people would view her
daughter but also about how they might view her. She thought people
might not perceive her as a good mother if they knew.

Overall, OCD had complicated impacts on those close to people with
the disorder. Because OCD can be chronic, it can be taxing on friends
and family. It has spoiled some relationships. However, OCD could
bring people together. A couple of people I interviewed described seek-
ing intensive treatment to improve their family lives. One woman suc-
cessfully completed this treatment and at the time we spoke was working
to improve the lives of others with OCD through volunteering with an
organization supporting those with mental disorders. At first her hus-
band did not tell people about his wife’s disorder for fear of stigma; but
the year I spoke to her, they decided to share. They asked his coworkers
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to sponsor her for a walk to raise money for the organization where she
was volunteering. She described the response as fantastic. Two or three
families even contacted her husband to say that they had loved ones
diagnosed with mental illnesses and asked for resources. She told me,
“Now they have someone they can ask. So it's wonderful”

Research indicates that caregivers experiencing depressive symptoms
is associated with feeling higher levels of caregiver burden.’® However,
Chance talked to me about how his relationship with his second wife,
who was diagnosed with bipolar disorder, worked for them: “She picks
on me about, you know, my nuttiness, and I pick on her about hers.
We're a perfect couple”
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Mick’s mom told me that as adults she and Mick are “extremely close.
We can often joke about OCD. I am slightly OCD . ... although it affects
us differently. We have enjoyed watching Monk together. We can often
laugh at ourselves”

Clyde and his wife regularly worked with their son to help him with
tools to address his OCD and tics; Clyde’s other young children stepped
up to try to help as well. Clyde said his son is “kind of my hero,” being
brave in how he dealt with the OCD: “I expect him to do great things”
when he grows up. I spoke to Clyde last week and his son was graduating
with a high school and an associate’s degree that month. Chris asked his
girlfriend to be part of his treatment plan. Previously he had asked her
for reassurance and used her to help him check that he had not caused
harm. Although she never went to the therapist with him, Chris said he
and his therapist planned what the girlfriend should do to help: “I tried
to do everything the psychologist said exactly. I told her [my girlfriend]
that if I ever asked something like ‘Did I run that guy over?’ she was to
say ‘T don’t know’ or something similar. Basically she was not to justify
my actions and I was supposed to do it myself” He said that OCD has
made their relationship “stronger because she knows something no one
else [does].” The recipe for someone whose partner has OCD, according
to one husband I interviewed, is “patience and understanding.”
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Worst moments were those when I gave in to OCD, not knowing how to
fight it. I knew something was wrong, and I felt very alone in this world
without anyone to talk to. . . . Internet and books saved me, and also
talking to sufferers online. Internet came into the picture maybe when
I was sixteen going on seventeen. Then I read everything I could get my
hands on about this subject. . . . I found a large amount of information,
resources, chat rooms, and message boards where I could talk with other
sufferers around the world and compare thoughts, experiences. . . . Via
the internet you can communicate with people anonymously. I could
talk to a sufferer from Australia, let’s say, without any fear of opening
up to that person. . . . I needed to reach out for people, because I did
not tell anyone about my OCD (family, friends) but I did need to talk
to someone. . . . [The books I read] were books written for sufferers like
myself. . .. I got them at the library. . .. I figured this: OCD has overtaken
my mind, and only I can overcome it.

—Justine

Justine’s narrative brings into sharp relief the centrality of information
and social networks for people with OCD. This was true for interview-
ees whether or not they sought professional care. Previous research has
shown how information helps people with chronic problems assess the
nature of their problem and make choices about treatment and cop-
ing.! Because OCD is not widely understood, and is both trivialized and
potentially stigmatizing, information and social support were especially
useful for people with the disorder when navigating the help-seeking
stage of the OCD career. Information and social networks served as
resources for interviewees or operated as forms of “capital” in the game
of life.> When Adler and Adler studied people who self-injure, they
found that those who were interviewed at the start of their research

144
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operated as “loners,” isolated from others.> After the growth of the inter-
net and cyber-communication, they encountered interviewees who built
bridges to others online, forming a cyber-community where they were
not so alone.

Justine and I communicated online while she lived in Canada. She
was nineteen and had avoided seeking professional help in person due to
fears of stigma. She felt her OCD started when she was thirteen. She told
me, “The therapist would have told my family about my problem. I did
not feel like my parents would understand that OCD is a disorder and
not a mental illness . . . and that they would spread it to other people/
family/friends who would diagnose me in their own way as ‘crazy’” Yet,
in her first message to me, Justine said that she no longer had OCD but
had suffered from it for four years. While it impacted her life in many
ways, she diagnosed herself and eftectively crafted her own self-help
program based on conventional theories/treatments, in large part due
to online resources.

Justine explained how this played out in her life. Before learning
about contemporary treatments for OCD and communicating with
others who had the disorder, she felt alone and depicted herself as lan-
guishing in the quicksand of obsessive thoughts and compulsions (for
more than a year after diagnosing herself). She experienced a number
of thoughts/behaviors she would now identify as OCD that took up at
least two to three hours of each day. These included reopening envelopes
before sending them due to fears that she wrote something incorrectly;
using extra commas when writing sentences (which hurt her grades in
school); avoiding the number 3 or any number with 3 in it or that was
divisible by 3; and checking if the alarm clock was set for the correct
hour a certain number of times before going to bed. In her words, “My
mind always felt tired, exhausted, trapped. . . . OCD made me very self-
conscious . . . but also very responsible (since I always checked things
numerous times, I never forgot anything, never was late, etc.).” She knew
something was “wrong” and recalled, “I did fear it would drive me to
insanity. . . . I gave in to OCD because I did not know how to fight it, did
not even know what ‘it’ was.”

Then one day Justine saw a Q and A section in a teen magazine and
diagnosed herself with the disorder, realizing “that I am not alone in
this” She was unclear about what to do next, other than seek professional
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help, which she was trying to avoid. At that point, she was about fifteen
years old and did not have access to the internet or books, so she said
that she “just gave in to it”

Online social networks and information turned things around and
helped her craft an approach for treating the OCD and receive social
support while avoiding stigma. Researcher Tania Lewis explained that in
contemporary society “the ideal enterprising citizen . . . is one who ac-
tively monitors, regulates and manages their own health (with the help
of appropriate expert advice and knowledge)”* Justine made herself into

such a citizen:

What helped me was a sufferer [online] would mention how he/she was
treated in therapy by a doctor. . . . I figured I could do it myself. . .. I
simply willed myself to go against the compulsions, forced myself to over-
come them. . .. If the need came to check whether a door is locked, I
would sit tight on the chair and force myself to stay put. It was extremely
difficult and painful, but after a few times the compulsion simply went
away. And I realized it was worth all the pain and effort. I did the same
with certain other compulsions, and once I started this self-therapy
certain compulsions disappeared on their own. With obsessions it was
different because they are in your head (horrible, nonrealistic thoughts),
but they too disappeared one by one once the compulsions started fading
away. . . . I no longer have the disorder, because now I am in control and
OCD is not. ... Talso turn to religion/God.

Justine’s experience reiterates how health knowledge is “not an indi-
vidual property” but is “shared and co-produced” in interaction with
others.’

The healthcare industry is powerful, and doctors/therapists are ex-
perts. They tell us how to understand what is happening to us and our
minds and bodies, but medical discourse does not truly reflect people’s
everyday experiences with illness. One theme in sociological research
in the United States and the United Kingdom during the 1960s, 1970s,
and 1980s was “medical dominance”® Sociologists have been concerned
that medicalization gives more power to experts and individualizes so-
cial problems, shifting attention away from social forces.” Many studies
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discuss how medicalization and labels have been placed on people,
sometimes to their surprise and dismay.

In contrast to medical dominance, researchers in multiple fields as
well as the healthcare industry have been buzzing more recently about
the existence of informed and active patients/consumers/clients, as well
as shared or collaborative decision-making between patients/consumers
and doctors/practitioners. The reason for this shift is multiple. Medical
dominance was challenged by a variety of societal developments, includ-
ing the growth of the internet, increasing interest in complementary and
alternative medicine (CAM), the understanding that medical knowledge
is not all-encompassing, decreasing trust in the profession, the idea that
laypeople may be able to have a greater share in decision-making, and
more.® An article in a psychiatry journal argued that instead of a pa-
ternalistic model for mental health services, some consumers and pro-
fessionals have generated a recovery movement “based on a model of
recovery and health care that emphasizes hope, respect, and consumer
control of their lives and mental health services””

In this chapter, I look at the ways in which interviewees gathered and
utilized capital and were powerful actors in their own right. Justine was
one of only two people I interviewed who felt they tackled and con-
quered OCD on their own without telling family, friends, or a health-
care professional. For those who sought professional care, information
and social networks helped them advocate for themselves, for instance,
amid larger structural impediments such as the cost of and lack of ac-
cess to qualified treatment. These factors affect some groups more than
others, such as minority groups with relatively lower incomes, reinforc-
ing disparities.'® Herein, I discuss what interviewees wanted out of their
relationships with healthcare professionals, and the ways in which they
were active consumers.

They were active consumers but sometimes in ways that affirmed
contemporary professional views of OCD rather than challenged them.
This contrasts with how groups can be resistant to medicalization, such
as those who have built a pro-anorexia community that goes against
medical conceptions of anorexia nervosa as a mental illness. One of the
primary benefits of finding information and connecting with others with
the same health concern online would appear to be that you are able

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

148 | THE POWER OF KNOWLEDGE

to discuss commonalities in your experiences.'' However, people with
OCD limited their attempts to do so at times in order to minimize what
might be perceived as asking for reassurance (which contemporary the-
ories perceive as problematic). Their concern with contemporary theo-
ries and treatments for OCD is not unsurprising, because the healthcare
industry itself has encouraged patients to get informed—that is, feeding
the public messages that they need to be vigilant against risk, monitor
their health, and ask their providers about medical tests and medica-
tions.'? As I wrote this chapter, an ad came on the television advertis-
ing an app for tracking one’s health. Self-monitoring and self-treatment
in line with medicalization/psychologization may perhaps increase in
the future, as researchers have suggested that “the treatment of men-
tal health problems is expected to change considerably over the next
few decades as a result of the widespread availability of Internet and
mobile-device applications, and their use to deliver psychological in-
terventions.”'> Growth in apps for mental health may reduce barriers to
treatment,'* presumably increasing the number of people in treatment.

Cultural Capital

In life, financial resources obviously matter but do not tell the whole
story. Money shapes the type of housing, food, healthcare, and more
that people can afford to purchase—all of which has implications for
one’s health. However, other resources or forms of capital exist that help
people improve their health.'® According to the sociologist William
C. Cockerham, “American studies typically show that education is the
strongest single predictor of good health”'° This is in part due to the
way in which people with education have more knowledge about health.
Sadly, practitioners in their interactions with patients can foster this
inequality. There is evidence that “doctors give more information, more
explanations, more (emotional) support and adapt more often a shared
decision making style with higher SES [socioeconomic status] partici-
pants”'” At least some of this is due to how “patients” act: “Patients with
a high SES tend to ask more questions, ask for explanations, [and] are
more expressive . . . than their lower SES counterparts”*® Receiving less
information from doctors than expected can be a source of dissatisfac-
tion for patients."’
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The information-seeking of people with OCD increased their cultural
capital. Drawing from the sociologist Pierre Bourdieu’s ideas on capi-
tal,>® we can view society as being composed of different spaces where
having certain types of resources may be more or less important.*! It is
akin to a card game: “Players are dealt different cards (e.g. social and
cultural capital), but the outcome is dependent on not only the cards
(and the rules of the game) but the skills with which individuals play
their cards. Depending on their ‘investment patterns’ individuals can
realize different amounts of social profits from relatively similar social
and cultural resources”?

More specifically, people can have cultural knowledge that they utilize
to improve their health. Cultural capital includes “the operational skills,
linguistic styles, values and norms that one accrues through education
and lifelong socialization”** For instance, we can speak of people’s un-
derstanding of and ability to use the healthcare system, and their com-
fortableness in interacting with and asking questions of their doctors as
cultural capital, or even cultural health capital.** The opposite of such
comfortableness would include feeling oneself as inferior in this rela-
tionship and following the doctor’s instructions dutifully. Studies show
that gaining a small but important piece of knowledge about how the
healthcare system works, such as how and when a person can ask for a
specialist and have the care covered by insurance, can improve a person’s
health.*

People with OCD did face particular impediments in their hunt for
information. They indicated that obsessions and compulsions could
keep them from effective searching. As one example, Sam was unable to
type answers to his questions to me because he was concerned he might
“contaminate” the computer. Riley spent so much time on his OCD ritu-
als that he had little time for anything else. Other persons were hesitant
to look for information or interact with others who had OCD. They felt
that they might take on new obsessions/compulsions based on what
they encountered, or they found that information-seeking itself could
become a compulsion. Patrick conceptualized the internet as a “two-
edged sword” that has “been helpful in allowing me to learn more about
OCD;” but also served as “a source of compulsive reassurance from ev-
erything from religion to philosophy.” Percy told me, “With OCD, you're
always trying to find a definite answer. . . . You look and look”
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Regardless, interviewees relayed many stories about how information
sources and experience helped them create opportunities. One senti-
ment [ heard expressed a number of times was regret—that is, if they
only knew at the start of the help-seeking process what they knew at the
point at which we chatted, they would have gone about things difter-
ently. On their paths to treatment, I talked to people who described not
knowing how to go about finding help, not realizing there were OCD
specialists or professionals with more knowledge in treating OCD, not
recognizing there were a diversity of treatments for OCD (including
specialized residential treatment programs), and initially paying profes-
sionals who lacked knowledge of OCD or followed outmoded methods
of treating the disorder. As a result, some interviewees spent years mired
in this stage, struggling to find qualified help, while others happened
upon experienced, caring professionals. Stephen Smith, founder of the
app NOCD, argued that unlike medical issues for which people encoun-
ter a good screening and diagnostic process, essentially a solid infra-
structure; he told me, with OCD “the challenge is how do you not only
get somebody to treatment. It's how do you get them diagnosed right,
out of the ineffective system.”

Leveraging Information and Experience

The people I interviewed could not always do much to counter eco-
nomic hurdles, but with information and experience they could better
direct the resources they did have to create treatment and coping tech-
niques to perform on their own, or else better navigate the healthcare
system. This allowed people a chance to flex their consumer muscles, for
instance. Consumers purchase services, so one aspect of their power in
their relationships with healthcare professionals comes from this ability
to hire and fire, to doctor-shop. This is not always viewed as a positive
thing from the provider’s perspective, and some nations make it harder
for patients to do this than others. However, doctor-shopping can assist
service users in getting their symptoms recognized and finding a pro-
vider they perceive as considerate of their needs.**

For instance, Nellie scrutinized which therapists were knowledgeable
of contemporary treatments and should be trusted. We spoke in 2010, at
which time she was twenty-one years old; she lived in the United States

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

THE POWER OF KNOWLEDGE | 151

and had been diagnosed with OCD and depression. She told me one
of her therapists had used the wrong names for current treatments or
described them incorrectly. She continued, “By this time my mom and
I had already read up on a lot of this stuff that we could find on the in-
ternet and in bookstores and with psychiatrists. . . . After we found out
about that stuff we were like, well, we need to find a new one.” Percy used
information and experience in a similar fashion. As he told me, “I even-
tually found a counselor who realized I had a form of OCD and at first
we made progress. I began to question her skills after contacting the OC
Foundation and reading OCD behavior books. Soon I knew more than
she did” He went on to get information from books and help himself.
Kelcie told me positive things about her psychologist at one point. Later
she said, “When I look back, I am quite frustrated that she [my psy-
chologist] never told me that she was not very knowledgeable on OCD
and that perhaps I should see a different therapist.” Kelcie looked up
information on her own to find specialized programs for the disorder.
She also learned what professional behavior is expected of a psycholo-
gist in her psychology classes at school. Before this, she tolerated when
her therapist swore at her, came late, and talked about people on the
phone during therapy sessions. Kirstyn, who volunteered with a mental
health organization, pointed me toward an online article written to help
people determine if their therapist was trained in ERP. Martin invited
me to call up medical professionals and ask them pointed questions,
pretending I was a potential patient, to test their knowledge (some-
thing he has done himself). Therefore, I talked to people with OCD who
questioned, tested, and checked up on their providers. They sometimes
cross-checked the information from one medical professional with an-
other, even contacting OCD specialists online, or asking other persons
with OCD for their perceptions. Online forums and groups provide ex-
amples of the latter.

Flexing one’s consumer muscles requires not only knowledge of treat-
ments and providers but also knowledge of how the healthcare system
works. As one example, Jesse discussed parity laws in the United States.
He thought that insurance programs sometimes tried to play with the
law. He told me, “I was denied more coverage by my HMO when I
reached twenty visits. I told my therapist about the parity law (i.e., Tim-
othy’s Law),”” and he called the HMO. The HMO claimed my employer
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had not purchased the parity ‘rider’” Jesse knew this was not true and
got the HMO to change its position.

Relationships with Doctors/Therapists

The people I interviewed leveraged their capital and experience not
only to find qualified therapists and healthcare professionals but also
to get what they wanted out of relationships with these practitioners. It
behooves us to consider what people with particular illnesses seek from
healthcare professionals, something researchers are currently doing for a
variety of health concerns. Writing for a journal published by the Amer-
ican Psychological Association, Irving Kirsch and colleagues advocated
that we find ways to improve relationships as part of improving the
effectiveness of treatment: “Positive expectations and the therapeutic
alliance [cooperative relationship between patient and therapist] have
been shown to be significant predictors of outcome for both psychother-
apy and medication. . . . Therefore, although new and potentially more
effective psychotherapy techniques should continue to be developed and
tested, it may be even more profitable to focus research efforts on how
to maximize the effects of positive expectations and the therapeutic alli-
ance in psychotherapy—and in medical treatment”*®

Beyond the effect of a particular treatment, we are affected by vari-
ous factors, including the color of the pills that doctors prescribe, how
professionals present themselves, how they deliver information about
health, and the environment in which they do so. The effectiveness of
treatment is related to our expectations regarding treatment.”> Anthro-
pologist Daniel E. Moerman and physician Wayne B. Jonas elucidated
how “most elements of medicine are meaningful, even if practitioners
do not intend them to be so. The physician’s costume (the white coat
with stethoscope hanging out of the pocket), manner (enthusiastic or
not), style (therapeutic or experimental), and language are all meaning-
ful and can be shown to affect the outcome*°

In many cases, the people with whom I communicated wanted a
shared relationship with doctors/therapists. Bella said, “I interview
them . . . as they interview me. And if I don’t feel like they’re a good
fit ... I fire them” She continued, “I just make an appointment with
someone else. I just feel like I'm worth it. . . . I'm seeking, I'm buying,
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someone’s position of power . . . to honor my wishes.” The persons I
talked to wanted someone who was knowledgeable in treating OCD and
comorbid conditions and who was familiar with contemporary treat-
ment options, but they also wanted more. When interviewing people
with depression, Karp asked what people wanted most from a thera-
pist; they described a relationship akin to a close friendship, although
he admitted that if they were asked directly, most clients and consumers
would probably not phrase it as such.’® Years ago, Parsons described
situations where healthcare professionals felt a pull to turn patients into
friends, but they felt this was problematic with respect to maintaining
objectivity.*> More recently, new questions regarding boundaries and
ethics between practitioners and patients have arisen as a result of so-
cial media, such as whether professionals and clients should be “friends”
on social media.’> However, some therapists have decided to use social
media platforms to promote tips for mental health; this may be a gray
area with respect to professional boundaries as I have seen some such
therapists wonder how licensing boards may view their humorous con-
tent that attracts viewers.

The type of professionals that my interviewees sought included those
who were caring and empathetic but provided an objective perspective,
were nonjudgmental and explained things, listened to them, and treated
what they said seriously rather than perceived them as lacking knowl-
edge. They did not agree, however, on how formal or strict professionals
should be. Perhaps most of all, they desired a healthcare professional
who responded promptly to them. This is notable, as in one study, pro-
fessionals sometimes admitted that they perceived people with OCD as
time-consuming and making them feel as if they needed more time and
patience.’* Research has indicated how even clinicians can stigmatize
people with OCD.>* However, a good provider-consumer relationship
can foster healing. When I reflected on what the people I interviewed
said about these relationships, I realized that they were at heart looking
for someone to trust. Shapiro brought this to my attention, describing
how from the provider’s perspective, it is critical that people with OCD
trust their therapist.

Technology is being harnessed in new ways for OCD that can af-
fect these dynamics. For instance, computer-based therapy, telephone-
based support, and digital applications have formed the basis of or been
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incorporated into treatment programs. One app called Liberate was de-
signed by fourteen-to-twenty-year-old students in India to help people
better track their obsessions and compulsions, and to provide tools and
exercises to follow. A group of researchers published an article in 2016
about an app that was developed for a patient who spent so much time
checking that he did not make it to treatment on time and struggled
with daily activities; the app warned him when he had not physically
moved much over a period of time, as he might have been involved in
checking behaviors.*® I can imagine a future in which apps could be cre-
ated or modified for particular clients. The trick will be to see if these
technologies improve standards of care and provider-consumer relation-
ships or end up being used as a stand-in that costs less money.

Certainly these approaches can minimize barriers to treatment and
reduce stigma. However, one question that has already arisen is to
what degree therapist-client interactions are needed versus patients
interacting with the technology. Even unguided internet-based ther-
apy technology can improve outcomes for people with OCD, although
there is evidence that technology cannot completely supplant interac-
tions between therapists and clients.’” One characteristic that would
be difficult for technology alone to provide would be detecting when
someone is obsessing, engaging in rituals, or trying to manipulate the
therapist. As described in the previous chapter, Kelcie did not always
follow her therapists’ instructions, and they had to monitor her more
closely. Winona told me that she asks the therapist for sixty-minute
appointments because the number 45 feels wrong to her (and is part
of her OCD). She tried to tell him that it is because she needs extra
time to warm up, but he called her out on her deception. One inter-
viewee talked to me about the early days of a residential program she
attended:

They had only been open a year the day I checked in and almost all of
the people there had been there almost seven months or a year. . . . They
[staff] were still learning what to do. They [patients] had been there a
long time. They all knew each other and each others’ rituals. . . . They
enabled each other. I come in and I'm totally the opposite. . . . It made me
angry because I had to wait six months to get there and I found out half
of these people weren't telling their therapist all of their symptoms and
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they were still doing their rituals when their therapist wasn't looking and
they weren't trying. . . . I graduated in [a shorter period of time].

Since then, the program has changed.

Yet, there is potential for applications to improve relationships be-
tween practitioners and consumers. The app NOCD, brainchild of
Smith, who has OCD, was designed to reduce structural gaps in access
to affordable care. According to my conversation with Smith, “The prob-
lem with OCD is it is 24/7, 365 [days a week] and the problem with ther-
apy is you see your provider once a week, so what happens in between?
That's when you need help the most. . .. You can use a mobile app to do
that pretty well. . . . Our mission is to make sure people can access care
no matter where they live in their state and no matter how much money
they make and that’s our big vision.” He explained that in the United
States many therapists who specialize in treatments for OCD are out-
of-network, which is costly for those who want treatment. Therefore,
his company hires and trains clinicians to treat people with OCD using
ERP, credentialing them in-network with various health insurance pro-
viders. Therapy sessions are digital and take place over video. Therapists
are accessible in that patients can contact them in between sessions, and
therapists will respond at least once per day. McGrath, who at the time
we spoke was serving as the head of clinical services for NOCD, told me
that this type of therapy brings the therapist into the home of the person
with OCD. If the client has had issues related to something within the
home or out on the street, the therapist can do the exposures with them
without having to physically travel there. As McGrath explained, “My
hope is that we'll see that this actually makes exposure therapy even bet-
ter, by now always being able to be with the patient in the experience”

Therefore, while the practitioner-client relationship can be based on
opposition, people with OCD described to me ways in which the rela-
tionship can be more collaborative. Sometimes the push for this came
from therapists, especially those who provide CBT. Kelcie realized ther-
apy is “a shared process” in her psychology classes at school and through
her interactions with her therapists. CBT requires that patients take a
more active role in their therapy because the goal is for the patient to
eventually be their own coach.’® The psychologist Grayson said, “We
want clients to understand the treatment process as opposed to simply
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following our directions because we are the doctors. . . . We believe that
helping the patient understand his or her OCD increases compliance.”*

Sometimes it was the consumers who demanded a shared relation-
ship, for example, when people with OCD brought information they
had read to providers’ offices. Information included details about OCD
itself, as well as treatments they had read about. They used this informa-
tion as a springboard from which to ask their provider questions and
start a dialogue, or to advocate for their provider to let them try a new
treatment, such as a particular medication. Interviewees were not always
successful in their bid for a shared relationship, and sometimes this kept
them from continuing with professional treatment:

L have ... mutual respect . . . with all my doctors, and if I don’t then they
are not my doctors. . . . Maybe I just read a study where they’re trying this
new drug for whatever. . . . I might want to go to my doctor and say, “Can
you put me on this and let me try it?” . . . I need somebody who will work
with me. I'm not saying they should do everything you want like Michael
Jackson (Kirstyn)

I dumped Dr. Medicine [a psychiatrist who said she should take medica-
tions]. I guess it hit me that no one is responsible for me getting the best
treatment for my condition but me. . . . Since that time I found a new
psych. . .. I didn't feel a connection. I felt rushed. I think my insurance
pays for me to be seen for an hour but after twenty to thirty minutes she
takes out her plan book and gives me a date and time. She just assumes
that this is convenient. . . . I feel that I am just another patient to her but
to me—1I take this quest to get better very seriously. . . . I have been read-
ing the OCD handbook [a self-help book] and have been learning about
exposure response. I wrote down the things that scare me the most but
am afraid to do the ERP without clinical assistance, but it is taking so long
to find someone I feel comfortable with. Looking for the right psych is
like looking for a house. . . . I feel like some reality show now, some girl’s
quest to find help for her OCD. I guess I would call the show “Top Nut”
(Monica, self-diagnosed with OCD and diagnosed with depression)

One tricky issue when considering relationships with profession-
als for treating OCD is religion. Differentiating what constitutes OCD
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from what a religion expects in a person’s thoughts/behaviors is not easy.
Some religions may expect followers to engage in patterns of thinking
or acting that a therapist might misperceive as cognitive distortions or
problematic. Therefore, an additional characteristic some interviewees
looked for in a healthcare professional was someone of the same reli-
gion, or at least someone who respected their religion. At other times,
they sought outside advice from a religious authority. Kelcie discussed
her views:

I had a hard time working with [some therapists at the OCD program
because they] . . . did not believe in God. . . . I am so thankful [to have
the OCD specialist I do]. . . . I feel more at ease talking to her about my
religious obsessions knowing that she believes in God. The reason why I
feel this way is because when she says that, for example, doing the sign of
the cross five times after I hear an ambulance is OCD and unnecessary;,
I believe her because she is Catholic and believes in the same practice as
I do....Ihave no problem seeing a therapist who does not believe in God
to work on the majority of my OCD stuft. . . but for this particular aspect
of my OCD it is important to me that I see someone who does.

Kelcie’s argument is supported by research that suggests it can be
important for a healthcare professional to understand religious ideas or
collaborate with religious clergy/professionals to best ascertain if some-
thing a person is thinking and/or doing is best classified as OCD or
part of their religion.*® Kelcie exhibited sincere confusion over whether
some of her religious ideas and activities were “symptoms” of OCD or
accepted for her religion; she even considered whether having OCD was
part of God’s plan for her and that she deserved to suffer.

Flexibility of the Internet

The people I interviewed obviously gained knowledge through experi-
ence, but they took it upon themselves to seek out information using
a variety of sources as well. They benefited in particular from the flex-
ibility of online sources, with those who recall a time before the growth
of the internet especially cognizant of this. When we communicated
in 2004, Clara said OCD was not well known in India, making it hard
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to find information outside of the internet. In 2019, I chatted with the
moderator of an online support group begun for people with OCD in
Europe who commented on how the group attracted people from across
the world: “For some, reaching out through a group like this is the only
communication they may have about their situations, as a source of
comfort and potentially help at times” The internet has helped turn ill-
ness into a public experience and no longer a private one.*'

People with OCD used levels of interaction to their advantage to
minimize the potential for stigmatizing responses. Adler and Adler
explained how the internet has “modes” of use, which include viewing
without active participation and active participation.** The internet al-
lows people with OCD to take steps to avoid stigma and not have to
“haul” themselves somewhere, to use one interviewee’s phrasing, to get
information. To provide a comparison, Monica likened having to look
for information about OCD in a public bookstore to buying a condom:
“I was embarrassed to ask where I could find the book and kept my head
down when I purchased it”

The internet has provided people with a bird’s-eye view into others’
thoughts and conversations, enabling them to reap some of the benefits
of being part of a community without being forced to actively contrib-
ute. For instance, Maeve told me, “The great thing about the internet
thing is that you can be anonymous and you can get help. . . . It’s a lot
more embarrassing to be in person, and have people look you in the
face and tell people what’s going on with your life. It’s so much easier
to hide behind a computer screen.” Kira was able to use the computer
in her own home and avoid going to an in-person support group. She
got inspiration from online materials by researching ways that hoarding
behaviors impact people’s lives, reasons why people hoard, and treat-
ments. This helped her keep on track with the self-treatment program
she created, which itself was based partly on online research. She lived in
the United States, was over age sixty, was professionally diagnosed with
depression, and diagnosed herself with OCD and some other issues.

Those who wanted to share but were hesitant could take steps to man-
age how much personal information they provided. Maeve explained:
“For a long time I didn’t even participate [in online discussions]. I just
read what other people were writing. . . . Then I got brave enough to ac-
tually create an account and join. I didn’t have to put my real name, put
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a picture up. . .. But I still felt like I was vulnerable. . .. When I actually
joined I kind of got over that fear” She went on to make an online friend
off that board. She never met anyone in person, but some interviewees
eventually felt comfortable enough to do this.

Therefore, many interviewees took advantage of the flexibility of the
internet. Some of them took an active role in online conversations and
communities, while others lurked. However, the flexibility that was a
boon for people with OCD, giving them a certain leeway in protecting
how much they shared about their identities, was something they feared
in the hands of others. For instance, some interviewees were concerned
that people online could be pretending to be one thing but really be a
stalker or out to harm them.

It does pay to be critical of the information that one consumes, as
people with OCD have to wade through information that can be mis-
leading or trivializing. For instance, perusing the interactive digital ap-
plications available on the topic of OCD in 2019, I found informational
apps explicitly designed to inform and guide consumers in contempo-
rary medicalized/psychologized ways of understanding obsessions and
compulsions and treating them. However, I also found apps that seem-
ingly reinforced stereotypes, despite their claims that they would help
you recognize how aware you are of disorganization and help you relax.
A few entertainment apps took the form of games in which players were
supposed to detect inaccuracies and disorganization (for instance, in
patterns) and correct them. In some cases I wondered if these entertain-
ment apps could reinforce compulsive behavior. Most surprising to me
was the app that allowed the user to pretend to be a character with OCD
and try to engage in rituals as fast as possible.

Social Capital

Social capital is another element in the card game of life. Interviewees’
attendance at support groups and their use of technology connect-
ing them to others with OCD led to increases in their social capital or
connections to others, as well as information. Bourdieu defined social
capital as “the sum of the resources, actual or virtual, that accrue to
an individual or a group by virtue of possessing a durable network of
more or less institutionalized relationships of mutual acquaintance and
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recognition”** I even ran across a dating application specifically for peo-
ple with mental disorders. The ties we have with others can put us under
additional strain, but they also can provide us with resources such as
emotional support, information, and advice.**

The internet has allowed people increased access to others with OCD
beyond face-to-face support groups, building their social capital. When
Missy discovered how many other people had issues similar to hers, she
became more open about her own, at times even offering advice to oth-
ers. She told me, “For a long time, I didn’t have support, so it was very
meaningful for me to be able to share experiences” Family members
and OCD specialists could be found participating in some groups on-
line. “That’s the beauty of the internet, which has just changed society in
general. You could never find these people [OCD specialists] before, no
less write to them,” said Kirstyn.

Online groups made up of people with OCD are sometimes mod-
erated in ways to inhibit stigma and trivialization. For instance, some
groups screened those who entered, such as one online group that
asked people whether they had OCD or knew someone with OCD be-
fore allowing them to enter. Participants monitored groups as well as
moderators, for instance, posting trigger warnings on topics that might
aggravate another person’s OCD.

Interviewees relayed many positive aspects about connecting with
others online. However, some interviewees felt that one downside to de-
veloping social networks online was that the actual bonds formed with
others online did not measure up to those formed in person. Individuals
with OCD sometimes saw online communication as less intimate, real,
captivating, active, or apt to hold the possibility for further development.
Maeve told me about a site she visited where “there were so many people
that it was almost overwhelming. There were so many issues, so many
people talking about different things . . . somebody posted something
and then there were like two hundred responses.” In other situations, I
have seen posts in which someone bared their soul and then received
No responses.

Researchers have questioned whether people compare themselves to
others online, leading to negative self-evaluations or depression. How-
ever, two authors of an article published in a cyberpsychology journal
claimed that comparisons do not have to be negative.*® I found this as
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well. People with OCD compared themselves with others in support
groups and online groups, and this sometimes made them feel more
“normal” (e.g., feeling that other people had problems similar to theirs).
One woman confessed to me that hearing about how bad other people’s
problems are made hers seem much smaller in comparison. Clara ar-
gued it made her less depressed: “The Internet is a treasure house of
information. It tells us about people like us and assures us that we too
can live our life in a nice way. . . . It told me about other patients and how
they struggled. . . . It gave me the hope to continue with my life”

To better assess the functions of online groups, I took a sample of
about 150 posts on one forum and analyzed the content of people’s
responses to each other. A core component of the responses involved
helping people feel that they were not alone. Posters commented on
how they have faced similar situations, even monitoring each other’s
progress. Another important element of responses was acknowledging
how hard it can be to fight OCD. People regularly commiserated about
how OCD can feel devastating and unfair, and that improvement does
not always happen quickly. They supported each other, for instance,
congratulating others on hanging in there, going to therapy, staying
strong, and showing OCD who is boss. Much advice was given regard-
ing separating OCD from one’s “self” People told each other how OCD
can distort and manipulate. They encouraged each other to live their
lives in spite of OCD, to have relationships, to enjoy activities, and be
nice to themselves. They told each other that they deserve a nice life
and that OCD can take a hike. Some conversations dealt with social
issues, such as how to manage OCD and personal and work relation-
ships. For example, a number of posters had relationship obsessions
that made them question whether they had legitimate relationship
doubts or if it was just their OCD, and these became important topics
for discussion.

Many conversations focused on strategies for dealing with the OCD.
As I noted in previous chapters, conversations in support groups can
include nontraditional ways to deal with obsessions and compulsions
or critiques of the healthcare system. However, conversations regularly
medicalized/psychologized/psychiatrized the disorder. On this board,
people shared articles written by OCD specialists as well as advice from
their own therapists. This is similar to what can happen in groups for
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other illnesses or issues, where people socialize each other into medical-
ized views.**

In the previous chapter I discussed how friends and family of those
with OCD sometimes struggled to find ways to help those with the dis-
order (such as providing emotional support) without doing things that
healthcare professionals say might exacerbate the OCD (such as provid-
ing reassurance). Those with OCD engaged in the same struggle while
attempting to help themselves and each other in support groups. For
example, a person might ask for reassurance while saying they know
they should not. I recently observed a person say that they were having
a rough day and hoped the group could help them through, unless, they
asked, are they not supposed to do that? While at times people provided
each other with reassurance, in other cases they informed each other
that this type of behavior was harmful, or that they were posting repeat-
edly and should seek professional help. More recently, some sites appear
to have gotten stricter: upon opening NOCD, visitors are welcomed into
a community of people with the disorder, where they are informed that
this is a reassurance-free zone. Groups that follow these norms encour-
age people with OCD to police each other, reinforcing contemporary
theories and professional viewpoints.
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Life Goes On

I do not want my epitaph to read “He survived OCD.” .. . I do not just
want to endure OCD but do something productive with my talents for
God and humanity. . . . I want to tell you the immense difficulty that an
OCD person has in securing and holding a job. . . . When a person gets
older there is the additional problem of not having a work history. . . . Of
course I cannot apply for highly skilled jobs, but when I applied to more
menial positions I am often thought strange. . . . They often ply me with
questions like: “If you are not going to school why are you working here?
Can’t you find a better job?” . .. First I get castigated for not being humble
enough to take any position (this usually happens when I ask for money)
and then when I do take “anything” I get chastised. . ..

Now that I have my OCD under control I am trying to make up what
I missed all of my life. . . . T am now applying to a prestigious MBA pro-
gram. . . . Here is my dilemma: I have to show that I have the abilities . . .
but I do have to cover for those unproductive years of my life dominated
by OCD. ... An admissions interview is no time to enlighten your inter-
viewers about OCD. I usually say I have had depression (which is related,
even biologically to OCD) and perhaps I add I have an anxiety disorder.
—Rodney

Rodney, who resided in the United States, provided me with vivid
descriptions of the impacts of OCD on his life. Rodney first contacted
me in 2004, when he was in his fifties. We converse periodically, where
he updates me on events in his life. It was a few years after we first “met”
online that he wrote about applying to an MBA program. Through his
experiences such as this, I gained a better understanding of the impacts
OCD can have on one’s career and personal interactions over time. I
am able to report that Rodney successfully applied and completed that
graduate degree. He is currently retired and on disability for OCD, as he
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told me that after age fifty-five it was easier to qualify for disability bene-
fits; he also explained that an organization helped him with this process.
Rodney’s words point to another stage in the “career” of having OCD.

This stage in the OCD trajectory involves learning to live with the
disorder in the longer term. The degree to which interviewees wrestled
with obsessions and compulsions was highly variable, as some struggled
for years while others felt they had conquered their OCD. Even for those
whose OCD was in remission, however, there could be a chronicity to
having had the disorder. This included managing the impacts of the past
and watching to make sure the OCD did not come back, putting people
in a liminal state between illness and wellness." A few interviewees uti-
lized words like “recovery;” “relapse,” and “remission.” Rodney asked us
to consider the difficulties of going to school and securing a job when
one has gaps in their work history, itself a result of having debilitating
OCD. He regularly talked about his trials and tribulations when engag-
ing with the “normal” world.

For instance, Rodney considered if, when, and how to tell others
about his OCD over the years, often worrying about being discov-
ered. Eventually he told some of his friends in staggered groups. As he
recalled:

I first told a few and waited some time, maybe several years to see if they
would still accept me. When I was assured they did not reject me, I would
proceed to enlighten another group. . .. [I don’t worry about telling peo-
ple] as much as I used to since I realized none of my former friends aban-
doned me. [My advice to someone with OCD:] “You have more friends
than you know. God loves you.”

Akin to Rodney, the people I interviewed were worried about expe-
riencing stigma, yet they did not encounter as much stigma as they had
feared. (Of course, some of this was because they were hiding!) What
people with OCD appeared to desire the most from others was under-
standing. Over time, people’s perceptions of themselves could change as
well. Sometimes self-stigma declined, and the descriptions and meta-
phors they used to describe their interactions with OCD became less
adversarial. Janet, who spent much of her life blaming herself, wrote to
me, “But I am beginning to see that the most important person you need
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to communicate with re: the disorder is yourself. This may sound strange
but I think you can actually be failing to do that, to your detriment. For
years I was saying to myself things like, ‘there’s something wrong with you’
and ‘you can’t cope like other people, don’t take on any kind of pressure,
you aren’t up to it’ and I despise you for being this way. Now I need to find
better things to say to myself” People’s attitudes toward themselves can
have deep impacts beyond any impairment.

While Janet focused on her personal relationship to OCD, Rodney
saw OCD in more political terms:*

As an OCD person the word “lazy” [is akin to a racial slur]. . . . This town
is known for its progressive, liberal, and tolerant views for certain groups,
yet it can be very bigoted against people like me. . . . The dichotomy I
am speaking of is . . . groups with political lobbies versus those who are
unconnected. Political groups can include immigrants, workers’ rights,
gender, sexual orientation, and groups for the environment—even ani-
mals (as in animal rights) get more attention than OCDers. . . . I always
felt ashamed to ask for help—very ashamed. But when I see all the “Safe
Zones” stickers—the ones that offer safe places for gay, lesbian, and trans-
gender people to feel at home—1I get so angry that I have no one to go
to. . .. I have always wanted to be self-sufficient but after fifty years I just
have to throw in the towel, swallow my pride, and just cry out “Could I
have at least some assistance?” . . . I'm not asking for reparations, special
recognitions, affirmative action for OCDers, an openly acknowledged
OCD person in some high position on campus, an “OCD Studies” de-
partment, [or] sensitivity training. ... Why can’t I have a safe zone to talk
about OCD? I can't even go to people who are psychologists or psychia-
trists or social workers. I don’t even have a safe zone there. . . . There’s
political correctness in this town, but it’s open season for OCD.

Although those I interviewed, like Rodney, certainly sought to im-
prove society’s knowledge of OCD, and I spoke to many people about
desires to reduce stigma and trivialization, they were not united in other
ways on how they felt people with OCD should ideally be treated or how
to improve the lives of those with the disorder. Rodney viewed himself
as part of a larger group of people with OCD who are disadvantaged
in society. He told me how there “should be an effort to inform the
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public of the unique sufferings that OCDers endure” However, other
interviewees exhibited some hesitancy in identifying too closely with
the OCD label. Even Rodney did not advocate that “OCDers organize
their own political lobby;” but he claimed a need for greater social justice
for individuals, saying, “I would rather that society focus on helping
individuals as individuals instead of only helping those disadvantaged
who belong to well-recognized and well-publicized groups.” One rea-
son for this was because Rodney felt many people with OCD hide their
thoughts/behaviors and experience internalized guilt for having OCD,
and therefore would not avail themselves of public services.

In this chapter, I explore the dynamics of this stage of learning to live
with OCD, from stigma and social interactions, to interviewees’ views
on how to move forward into the future. The way in which interviewees
commonly medicalized/psychologized the disorder and viewed it as a
problem they needed to handle set them apart from the disability rights
movement. However, some interviewees provided glimmers of a path
forward based on being more flexible and tolerant of individuals’ diverse
problems in contemporary society.

Chronicity and Identity

Chronicity was an important theme in the interviews, and one way it
manifested was through people’s discussion of vigilance. Justine, who
felt she had tackled her obsessions and compulsions, told me that she
was now in control but nonetheless watched out in case the OCD tried
to reemerge. Kirstyn explained that she could go a year without think-
ing about OCD, but “then one morning I can wake up and be doing
the dishes and I look down and I'm doing a ritual with the plates. . . .
Then I stop and I think ‘OK, what’s stressful in my life right now that
is making me do this?’ . . . That’s what OCD likes to do, creep right
backin ... so you have to fight it. You have to use your skills that you
learned”

In contemporary society, we are often on the lookout; the physical
body could be at risk without us being aware of it, for instance, with can-
cer or heart disease.’ The same is true of the mind and emotions. Cer-
tain symptoms might go away or decrease but could potentially recur
or increase. Other symptoms might appear in their place. Maeve told
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me that the obsessions she had in the past were different. “I go through
one and I conquer it and I'm like “Yes! That was the worst thing ever
and now I'm done with it . . . But then [sort of laughs] something else
pops up like out of nowhere.” Sarah told me that she had a successful
life, but “it is difficult for me to plan a future as I don’t know how I'll be
emotionally”

People’s sense of the disorder came into being over time, and the ways
that they envisioned their future were multiple. Some people had hope
the OCD would go away. Others felt they had conquered their OCD.
Then there were those who felt as if OCD (or treating it with something
like medications) would be a chronic part of their life and who worked
to adjust to this. As people became more accepting of the OCD as a
part of their lives, I saw shifts in how some interviewees described their
identities and the metaphors they used to depict the disorder. In chapter
2, I described how one common way people referred to their OCD was
as a negative outside force. Contrast this to how Missy began to perceive
OCD:

I think that was the biggest turning point for me, was accepting that it was
a part of who I am and I'm just going to have to learn ways to deal with
it. Because I spent twenty years trying to cure it. And make it go away.
Or take a bunch of medications just to block it out. It doesn’t work long
term. . . . As I've gotten older, I've given myself a little bit more slack. .. .1
feel like once I accepted that . .. I moved so much more quickly down the
chain of being able to understand, to analyze, react, and deal with these
problems than before. . . . 'm not battling my thoughts and compulsions
as much. Does that make sense?

Some interviewees found less antagonistic ways to view OCD, such
as viewing it as a part of themselves or as a friend. Two sentiments as-
sociated with this shift were a greater acceptance of oneself and caring
less about the thoughts and perceptions of others. Talia’s depiction of her
OCD as a stuffed animal stuck with me after our interview. As she had
told me, “Sometimes when I meet somebody . . . it's so much a part of
who I am and stuff that I say ‘Oh and I told you I have OCD, right?’ . ..
It’s like a little stuffed bear [that I drag along]. It’s like, ‘Oh, what, you
didn’t see my stuffed bear?’”
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Figure 8.1. Ten Years Ago-Now by Hannah Hillam

Destin came to have a “symbiotic relationship” with the OCD, and
Bella came to view her OCD as a friend. She described realizing OCD
was a defense mechanism her body had put in place to survive some
abusive situations: “Rather than see it as an enemy, I see it as a friend. I
see it as a condition. I thank my body—whatever it took at the time to
help me survive, whatever it did to my brain chemistry. 'm sorry my
body had to do all that”

Chance stopped perceiving his OCD as a problem when the people
around him became more supportive. As a child, he grew up with an
abusive relative who punished him physically for things she felt were
silly or wrong. As an adult, he said: “It doesn’t affect my life as much and
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I think that’s only because of my situation, because of the fact that I have
somebody else [a wife] who understands it who lives with it. 'm not an
outcast to my kids because they have the same thing”

Another aspect of chronicity centered on children. Those considering
having children sometimes raised questions about whether they might
pass the disorder down to them. Leanne lived in the United States, was
in her twenties, and had been diagnosed with OCD, depression, and
premenstrual dysphoric disorder. She told me:

[Passing the OCD down] was definitely a concern, and something my
husband and I talked about extensively with each other and my doc-
tors. . . . First, I was concerned that I might have to stop my meds while
pregnant. If that was going to be the case, then I knew it wouldn’t be a
good idea, and we could pretty much squash the kid talks. Secondly, we
were concerned she might inherit it. My doctors seemed to think that
even though there is a chance, that at least I'd be able to recognize the
symptoms early and get her the help she might need. . .. [My husband]
mostly wanted to make sure the baby was safe during pregnancy with my
medications. . . . I think knowing that I can recognize symptoms and get
her help if, God forbid, she needs it, makes him feel better. . . . I still hope
and pray every day that she’s OCD free.

Families with children might watch for signs of the disorder, their
vigilance extending beyond themselves. Monty recounted a story about
something that happened when his son was three or four years old. His
son told him, “Dad I'm scared of the thunder” Monty was distressed
because his own OCD had started with him being afraid of thunder-
storms. Monty told his wife, “Oh my God, he’s got OCD.” He ended up
telling his son to stand up to the bully of thunderstorms and showed
him that there was nothing to be afraid of. Monty viewed the situation
with a sense of humor as he realized that he was helping his son in ways
he had not been able to do for himself. I spoke to one woman who was
concerned children might learn OCD behaviors from watching her, but
research does not suggest that OCD is primarily learned from parents
in that way.*

Although there was some chronicity to having OCD, this did not ne-
cessitate defeat or being mired in despair. Time, knowledge, coping, and
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treatments earned many people a sense that they had more control over
their OCD, or they had hope for such in the future. Various people I
interviewed taught me the importance of hard work and hope. Kirstyn
wanted people to know that “you can live life in recovery from OCD. . ..
You can live a totally normal life”

Impacts on Functioning

I know that more than anything, some people with OCD want the public
to realize how the disorder can affect their lives in fundamental ways. It
is difficult to depict the impact of OCD on people’s functioning across
the life course because it varied so much. The lives of people with OCD
looked very different because each person had their particular obses-
sions and compulsions, and navigated different institutions and social
networks. Some people’s obsessions/compulsions were viewed as ben-
eficial at work, such as when coworkers appreciated meticulousness and
checking, while in other cases they led them to being mocked. Chance
provided one example: “I had one boss in the past who actually liked it.
I worked as an [auto] technician for several years. . . . The reason I did
so well at it was everything had to be perfect. . .. You could rest assured
that if I was working on your vehicle that there was no such thing as
good enough.” In school settings, some people received accommoda-
tions, while others felt ostracized.

The end result was that I interviewed people who managed stressful
and skilled jobs, such as a pediatric nurse, doctor, and research scientist.
I also talked to people who struggled to support themselves financially
and relied on assistance from others (including the government). One
article indicated that “approximately 25% of OCD adult patients will
still be living with their parents”® Rodney talked about OCD-produced
poverty.

Remember that regardless of how successful people with OCD ap-
peared on the outside, this could hide the hurdles they overcame. Sarah
said, “It has been a very hard struggle to get this far in life, but I now
have my own home, a job in cancer research, and a dog! However, my
life is much harder and stressful than it appears to other people” Inner
worlds were easier to hide at work than within intimate relationships.
People can have obsessions and compulsions that relate to intimacy, or
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they may ask for reassurance regularly, as described in earlier chapters.
Although OCD can be hard on relationships, people with the disorder
can, and many do, have typical family lives with marriages and children.
People with the disorder have a relatively low divorce rate, and com-
munication within families in which someone has the disorder is not
necessarily worse.°

Yet, there were a few people in my study who curtailed romantic li-
aisons, and extant research has suggested that people with OCD, espe-
cially men, have higher rates of celibacy and lower rates of marriage than
the general population.” Mick explained how this could occur:

I am forty-five years old. I never married. Never dated. Never had sexual
intercourse, if you'll pardon its mention; and never had a passionate kiss.
I have been attracted to women; there was even a long phase in my life
during which I felt that romance and relationship were worthy, indeed
imperative, goals. But whenever I came close, I found some way to de-
stroy the very possibility. . . . When I imagine myself in that kind of a
relationship, it just feels wrong, kind of like I don’t belong there or do not
deserve it... . It is perennially, occasionally easy for me to lament my lack
of romance and blame circumstances or decisions I've made. “If T had
only said ‘yes’ to [names a woman] when shed asked me to lunch” or “if it
would not mean abandoning my mother” . .. That is really all bullshit. . ..
I just don’t function reliably. I am self-employed because I dislike working
for anyone else; but I don't earn enough to live independently, much less
support a family. I keep piles of useless junk because it hurts me to part
with it; but that does not mean I want to find a way to do so. . .. The very
thought of romance makes my OCD worse; because even though I need
some interaction with people, I find it much harder to do many things
when I'm not alone; and because I'm smart enough to know there are not
nearly enough compensatory mechanisms in place to render any attempt
worthwhile.

People with OCD were not oblivious to the effect their disorder might
have on others, and their expectations of themselves and what they felt
they deserved added to the complexity of the impact of OCD on their
lives. Psychologists have noted that people with OCD can have obses-
sions in areas where they lack confidence; have fears about their self and
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who they might become; experience obsessive guilt; and feel an inflated
sense of responsibility.® I believe this leads people with OCD to face
extra hurdles in interpersonal relationships. Mick was clearly intelligent,
had earned a graduate degree, and had good friends. However, Mick was
not the only person I interviewed who hesitated to get close to people,
as they did not want to make others’ lives difficult. On a more positive
note, some interviewees shared with me that they became sensitized to
the needs of others.

Dance of Hiding and Revealing

The impacts of OCD on interviewees’ lives were affected by their
decisions to hide their obsessions and compulsions or not, and how
successful they were in these endeavors. People with mental disorders
and chronic illnesses struggle with how and whether to tell others about
their diagnoses and personal experiences, but they are not the only ones.
We can imagine people with largely hidden problems at one end of a
spectrum, and at the other end are those whose issues are visible on all
occasions.” Honestly, everyone likely has some partly hidden challenge.
If we take the sociologist Goffman’s words to heart, life is similar to a
stage performance. As we move through life, people are observing what
we are doing and saying and making inferences. This gives them a sense
of who we are. For our part, we try to engage in impression management.
When we are at work with colleagues, when we are at home with family,
when we are at school with professors, we can try to manage how people
view us. This includes managing our emotions in interactions with oth-
ers.'® Impression management is not only about getting people to view
us in a particular way but is often about looking as if one is performing
a task well.'* We commonly work in cooperation with others to present
a certain image of an organization or workplace, or some larger group
or entity.'” It would be nice if there were a set of simple rules for people
with relatively less visible mental disorders regarding if, when, and how
to disclose such. A group of researchers published an article in which
they developed and initially tested a decision aid for mental health ser-
vice users to help them with disclosure decisions in the workplace.
However, social life can be extraordinarily complex. Communication
studies professor Catherine Francis Brooks has OCD; she wrote that her
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public performance was so “believable that before my therapy and for a
period during my treatment, I doubted that I had OCD>**

When I first tried to craft a model outlining interviewees’ reasons
for telling others about their OCD versus hiding, I had trouble draw-
ing a strict line between behaviors that constituted “concealing” versus
“disclosing.” For instance, people who engaged in OCD rituals in front
of others sometimes were attempting to hide that it was OCD, whereas
others felt they were disclosing. Sometimes interviewees told me they
verbally revealed they had OCD to others in an effort to disclose,
while others used it as subterfuge for their real thoughts, feelings, and
behaviors.

Therefore, I decided to consider the overall impression people with
OCD were trying to give others in particular contexts. From this van-
tage point, I perceived a typology of ways in which people with OCD
interact with others. First, concealing involves people with OCD giv-
ing off an impression of themselves as something other than a person
with OCD or a mental disorder, reinforcing a gap between their inner
and outer worlds. One way in which interviewees did so was by shaping
what they said and did publicly to hide their obsessions/compulsions—
that is, keeping thoughts to themselves and doing rituals when others
were not around. For those who hoard, this might mean keeping visitors
from their homes. This helped people continue to maintain whatever
impression they were already aiming for at work, at home, and in other
contexts.

Stigmatizing attributes can be obvious as well as hidden; for this
reason, Goffman referred to people as being “discredited” or “discred-
itable”** Having OCD places people somewhere in the middle, as peo-
ple with OCD are not universally able to remove their OCD-related
thoughts and behaviors from the view of others. Nor do they always
desire to hide. However, at times these people still wanted to avoid giv-
ing the impression they had OCD or were doing anything out of the
ordinary for a context, creating a second type of interactional strategy:
hiding in plain sight. The people I interviewed employed a variety of
tactics to achieve this. For instance, Maeve found that at work people
noticed her panicking and obsessing, but she played it off as if she were
really upset about something. As another example, Nellie had obsessions
related to babies and contamination, and she sometimes tried to avoid
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being near them. When eating out with friends, if they were seated in a
booth next to a baby, she might get her friends to move by saying, “Oh,
well, this table’s dirty;” or “The lighting’s better, let's go move over here”
They used these techniques to give their behaviors a meaning befitting
the context rather than OCD. Importantly, as shown in Nellie’s example,
sometimes other people were included in avoidance/rituals even while
interviewees were hiding their disorder. When people noticed his be-
haviors, Chris tried to gloss things over with a joke.

A third type of interaction occurred when interviewees engaged
in or talked about OCD-related behaviors in front of others without
physically concealing them or trying to hide them behind alternative
explanations. Thoughts/behaviors could appear outside of the “social
norms,” but interviewees did not refer to them as OCD. For example,
Jesse described what his interactions were like with girlfriends before he
knew he had the disorder: “It was simply obvious to them that I spent
a lot of time distressed over their past relationships and my behavior
wasn't normal. I don’t think they understood it, but they knew some-
thing was wrong and clearly had never encountered this with other boy-
friends”” In this example, he did not give off the impression that he had
OCD, but neither were his behaviors construed as “normal’” Jesse’s ap-
proach was affected by his lack of knowledge of the disorder. However,
Kira, who diagnosed herself with OCD, sought social support by telling
friends about her struggles but purposefully did not use the term “OCD”
She did this to reduce stigma, or negative judgments she assumed people
held about the disorder. People with OCD, as well as observers, shaped
the meanings given to thoughts/behaviors. For instance, it was observ-
ers who gave meaning to the ritual Joanie did when food packages got
stuck in vending machines; this included hitting the machine a certain
number of times. People noticed, but they did not label her as having a
mental disorder. They just saw her as physically aggressive.

Next were interactions where interviewees specifically wanted to (or
were willing to) give off the impression they had OCD: revealing. They
could do this piecemeal, for instance, telling certain people that they had
OCD but providing little detail or only talking about particular obses-
sions. Winona cautioned me with the advice “you don’t put all your eggs
in one basket,” so she did not let any one person know too much. “My
friend in Chicago knows different stuff than my husband knows, and
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I don't like to keep it all in one place. . . . I think it’s just too much crazy
for me to put out on any one person.”*

Disclosure decisions are part of all stages of the OCD career but can
vary by stage. At the start of the career, people did not necessarily asso-
ciate the thoughts/behaviors with the label OCD. Further, just as some
people became more accepting of themselves and having the disorder,
a number of people I interviewed became more open about their OCD
over time.'” Bella began to see mental illness from a totally different
angle and became more open about its impact on her life. She told me
that she could “sort of understand gay people who come out. It’s a huge
relief” Destin felt that there was a connection between how you perceive
yourself and how others view you: “I feel like I can be myself now which
also means that I'm not as willing to hide. . . . If you accept yourself, it
follows most of the time, that other people will accept you as well”

When being most open, interviewees confided to others that they
had OCD and provided confidants with general information about
the disorder.'® They discussed their own symptoms, talked about how
it affected them, related how it impacted their lives, did not hide their
OCD-related behaviors, and sometimes asked for help in dealing with
the disorder. However, that does not mean those in whom they con-
fided necessarily “got it” We take much for granted in everyday inter-
action. Friends may not explicitly tell you the meaning of every one of
their actions. You nonetheless give meaning to their actions, and social
life marches on.'” In other words, OCD-related thoughts and behav-
iors do not always jump up and scream, “Hi, this is OCD!” Therefore,
sometimes even when a person with OCD has divulged to others that
they have the disorder, people can misinterpret the thoughts/behaviors
as something else entirely or not even notice them. On the flip side,
interviewees’ non-OCD thoughts/behaviors sometimes got mistakenly
labeled as such, which could be frustrating.?® For example, Miles told
me about an instance where he was going through a project for work.
The file was neat and organized, and his girlfriend asked if this was the
result of his OCD. He told me, “T just think I'm organized.”

One way in which interviewees addressed the potential for misunder-
standing was by using the label of OCD more often or explaining details
about their OCD. For instance, Nellie said she tells her best friend, “I'm
having an OCD moment,” or an “OCD problem,” when needed.
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In her conversations with people with chronic illnesses, Charmaz
learned about some benefits to organized strategic announcing. She
argued that while illness can take power and control away from
people, strategic announcing is one way for people to gain some
measure of control. This is especially useful for people with invisible
illnesses.”* However, not everyone I interviewed wanted to keep an-
nouncing. Delia told me that her need to have things clean, and activ-
ities done in certain ways within her house, led to arguments. I asked
Delia if she thought her husband saw her behaviors, and thereby their
arguments, as tied to her OCD. Her response was, “He’s not thinking
about the disorder. . . . [I don't try to explain] because he knows that’s
how I am. . . . I've never really thought about sitting down and . . .
talk[ing] like ‘Baby, I'm sorry. Can you try to help me with this?’ I
look at it like he’s been married to me twenty years. He knows I'm this
way. Get over it”

Finally, I want to point out that people with OCD at times leveraged
the way the disorder is trivialized and stereotyped by the public, exploit-
ing this to their own advantage.’” Leanne explained:*

OCD has become more popular to talk about in the media, so people
think they know what it is, and I usually just let them think whatever. Like
I said, it’s tiring to tell people what it really means, and that it'’s more than
what they think it is. . . . I really have never told anyone everything, not in
any great detail anyway . . . because the thoughts were so bad. I thought
they might think I was crazy or perverted or something. I wind up being
plagued by a lot of incestuous thoughts, and thoughts of being raped, as
well as other people having sex. Most people would be horrified to know
that, and when they think it’s something you can control, obviously they
think you should be on some kind of list in the neighborhood. . .. A lot
of times, too, the thoughts (even nonsexual) are hard to explain to people
because they are just flashes in your head. . . . A while back I would tell
people how I felt without mentioning OCD per se. They usually reacted
badly then. Theyd want to argue with me, and make me see things their
way. Some people got so mad they stopped talking to me almost alto-
gether. Now I try to at least mention OCD to people when I'm discussing
my views, even if they don’t understand it.
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Leanne believed people had stereotypical understandings about the
disorder, and she did not bother to correct them. Other people took a
similar approach, leading to a subtype of revealing interactions that I
call stereotypical revealing, as they are revealing they have OCD but rely-
ing on people’s relatively innocuous stereotypes of OCD.

For instance, Chance told people he had OCD but said it in a joking
manner so they would not treat it seriously. Once he perceived himself
as having OCD, he said he was more attentive to his actions and at-
tempted to hide them. When others noticed them, he would make a
joke. Chance explained that his personality was to make jokes. If he did
something silly (and unrelated to OCD), he might say something like,
“God, I need to get off this crack” Therefore, when his OCD was noticed
by others, he might say, “Oh, there’s my OCD kicking in again,” and
laugh about it. The result was that people kind of brushed it off, he said,
and he found a way to hide it. Note that there were times people pre-
ferred to label themselves with some other type of issue such as anxiety
or depression. They gave different reasons for this, including thinking
OCD might be more stigmatizing or less understandable to people.

Rodney wanted people to know that those with OCD can get into
awkward situations as a result of the disorder. Goffman noted that the
impressions we are trying to sustain can be fragile and fall apart.** At
times Rodney desired to hide his compulsions but was unable to give
off a favorable impression. If people said something negative toward
him or teased him at school when he was younger, he worried that this
would act as a curse and come true. He therefore tried to get them to
take their words back or make a positive statement (that he felt coun-
teracted the negative) a particular number of times. Rodney tried to
work it into the conversation so they would not pick up on any compul-
sive/ritualistic aspects, but he sometimes ended up vexing people and
increasing their hostility. He told me, “I do not have time to tell you
all the situations where I appeared to have some negative personality
characteristic that was really the result of having to cover up some OCD
ritual” He pondered what authority figures such as the police might
think if he admitted why he did things such as checking a library shelf
over and over—that is, because he believed that if a book he read was
not lined up perfectly, the knowledge would disappear from his brain.
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He feared they would think he was lying to cover up criminal behaviors
such as stealing from the library.

The Struggle for Acceptance

The philosopher Axel Honneth talked about the “struggle for recogni-
tion” as the cornerstone of conflict. I asked interviewees how they would
like to be treated if they lived in a perfect world. What people with OCD
often wanted from others was their acceptance, their willingness to lis-
ten, their understanding, and sometimes their help. As Clara told me:

[People with OCD need] words of courage. They definitely do not want
to yield to OCD but still they are not able to come out of it. It’s because
they believe in their OCD. They need lots of love while suffering which
mostly they don't get. This leads them to become very sad and depressed.
They also need a little criticism from time to time. It should be perceived
by others with respect. Respect is what declines when a person gets a
mental illness. They should understand the needs of mentally ill people
and should not ridicule them behind their backs.

As a whole, the people I interviewed had significant fears regarding
stigma. Research tells us that just the anticipation of stigma can have
negative effects on people’s health.?® In their everyday lives, while
they encountered some instances of stigma, the degree of stigma in-
terviewees anticipated did not come to pass in reality. By and large,
those with whom I communicated were able to find core people in
their lives, or connect with people online, who accepted what they
told them about their obsessions and compulsions without judgment,
tried to understand their OCD, or provided some social support.
Compared with those with other chronic mental disorders, people
with OCD largely do not need regular supervision and help with basic
self-care activities like bathing.?® Therefore, some common responses
that interviewees received from others were listening to them, at-
tempting to understand them, asking questions and being curious,
and providing support.

Leanne said, “[My husband] has come to understand more. I've
opened up more about it and explained things better, too. He will
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never ‘get it’ all, but he’s come a long way in the six years we've been to-
gether. . . . [For example, one troublesome] ‘obsession’ did resolve some
thanks to my supportive husband. If he wasn’t someone I could com-
pletely trust, and someone who was so understanding to a fault, I don’t
think it would have improved as much as it has”

Laveda told me about how her husband tried to understand and help
as they began dating:

My husband and I started dating in high school. On our first date we were
walking to my house and [this person walked up that I felt was contami-
nated]. I made up an excuse to have to turn around, but it seemed weird
and I did tell him I had OCD at that time. A couple weeks later some sce-
nario happened and he told me he had something to help me withit....I
went to his house and he had a grapefruit in water and told me that would
help with the germs. A valiant effort, but of course it did not work with
OCD, but probably helped me fall in love with him.

Monty conveyed that while he still stigmatizes himself, those around
him have told him his disorder is no big deal. “I still to this day feel that 'm
broken. . . . I've told others. They're like ‘What’s the big deal?’. . . because
people have always said, ‘OK, you have OCD, what’s the problem?’”

Nellie had a supportive mother and friends. She said, “I tell my friends
straight up I'm having an OCD moment . . . and pretty much all of them
just go, ‘Oh OK is there anything we can do?’ and you know most of the
time I don't really have anything they can do” She described her mom as
being so supportive that she could almost understand what it feels like
to have the disorder. When Nellie went to therapy, her mom would be
in the waiting room, and often they would get in the car afterward and
discuss what the therapist said. Her mom and another therapist even
tried to start an adult OCD support group.

Although family members, coworkers, friends, and loved ones of
those with OCD may not always understand everything there is to know
about the disorder, they could still provide support, humor, and love.
Those who were supportive did such things as listen to those with OCD,
help find information and therapists, pay for treatment, coach, challenge
negative thoughts (e.g., that people with OCD are crazy or perverted),
provide a shoulder to cry on, or contribute a sense of humor. Just as

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

180 | LIFE GOES ON

confidants could struggle with how much to accommodate the OCD,
for their part, the people I interviewed also struggled with how much
they hoped someone close to them would do things like reassure them
and adjust to their rituals versus challenge them. Obviously, they did
not want to lose friends because they took too long getting ready to go
out. But they appreciated people who were supportive of treatment as
well. Winona told me: “I don'’t think I want anyone to respond in any
way because I think the activity itself is a giant catch-22, like of course I
want all my friends to . . . do everything that I want them to do to make
me comfortable. But I also know that it kind of exacerbates the problem
because they’re all enabling me””

What types of negative reactions or stigma did people with obses-
sions and compulsions face? Sometimes others responded by hoping the
person with OCD could just stop or overcome the OCD. Poor responses
included people who called them names, disappeared from their lives,
denied the disorder and trivialized their experiences, did not try to un-
derstand what they were going through, or mocked them. In a few in-
stances, interviewees were perceived as making up their OCD or using it
to get out of things. Destin told me how his father “is a very two dimen-
sional kind of guy when it comes to certain things so for him . .. he’s not
a big talker but this is basically what he says, he implies, ‘Why can't you
control this? Why are you doing this? Why do you need me to help
you out and do this, blah blah blah’”

Maeve described her family’s emotional abuse:

When I was younger my mom would take my sisters shopping while I
was at counseling and buy them clothes and all kinds of stuff and she
said that . . . I didn’t deserve any of the other stuff that my sisters were
getting because I was basically being a burden on them by making them
pay for counseling. . . . She did call me crazy a lot after I did go talk to a
psychologist. She was very emotionally abusive to me and my sisters at
that time in our lives . . . which may have actually led to, or increased the
severity of, my OCD.

Family members could get frustrated or angry, putting a strain on re-
lationships.*” In two cases, interviewees reported that family members
physically abused them while they were children because of OCD-related
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behaviors. Even supportive people could find it difficult to be support-
ive all the time. Laveda, who spent time describing her caring husband
to me, has feared he might leave her. One interviewee and his current
wife both had been diagnosed with OCD. He said, “While we understand
each other’s ‘issues, it places strains on our relationship that others do not
experience” He said that previously, “I lost a thirty-year marriage and I
believe that a good deal of the divorce was due to my OCD.”

Importantly, Kirstyn indicated family members could express frustra-
tion in a way that did not hurt the person with OCD. She referred to her
husband as the most “patient and kind” man she knew. When her OCD
got bad and she had a breakdown, her husband and daughter stepped up
to take care of the family. As Kirstyn told me:

They were doing all the work and then he [my husband] would come in
my room and he would try to get me to come out sit with them and watch
one television show you know just to get me out of the bedroom and with
them. But I would always say no because there were too many rituals that
could take me an hour just to get out there doing all the rituals on the
way, and then another hour to get back so it wasn't worth it. But he would
never give up trying. And of course he didn’t know what to say or what
to do. . . . Well one night he came in and he sat down and said the same
thing he always did. And this time I didn’t even respond at all. And he
got up and he walked out into the hall. And he took his fist and he put it
through the wall and he said “T hate your OCD” which is really the kind-
est thing he could have ever said because he didn’t say he hated me. He
said he hated my OCD, and most people can’t separate them.

Discrimination was harder to pinpoint, for instance, because an em-
ployer was unlikely to come out and say, “I am firing you because of
your OCD? A few people felt their OCD contributed to unfair or prob-
lematic treatment at school, work, church, and other organizations. For
example, one woman said that the daycare where she worked fired her
because she had entered a psychiatric ward of a hospital in the past. Nel-
lie told me about her struggles to receive accommodations in school:

I was really, really into scrupulosity and getting things perfect. And one of
my things was writing letters perfectly . .. so I would literally . . . write the
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word and if the letter wasn't perfect, I'd erase the whole word and then try
again and then erase the whole word. I did that so much I would have rips
in my paper, and I had one of those moments. My teacher interrupted
me. . . . She was like, “Nellie you need to turn this in right now.” . . . Part
of my OCD is that I'm a perfectionist so I take a little bit more time and
still to this day I have accommodations in college for extra time and a
distraction-reduced environment just because with my OCD I get really
overwhelmed. . . . I said hold on just a second . . . and she kept bugging
me about it so finally I said, “Just leave me alone.” She was like, “T’ll give
you two minutes,” so she came back after the two minutes and I just com-
pletely blew up in her face. “I was like, you don’t get it. You don’t get how
I'm feeling and I can'’t get this into you. It’s not perfect” And she just
flipped out, she was, “How dare you talk to me that way. You need to hand
in your test. You know I should really be giving you an F for this” . .. By
the time I reached sixth grade they were the kind of school who said we
accept everybody, you know everybody who was unique and different,
but ... they didn’t really care about my OCD or how it affected my learn-
ing. And so my mom . . . [switched my school]. It ended up being a great
thing because I met my best friend and I got the accommodations that I
needed and we didn't have to pay thousands of dollars for a private school
that wouldn’t accommodate me.

In one study of young people with OCD, most of the participants per-
ceived schools as lacking knowledge of OCD, regularly misinterpreting
their actions as misbehavior.?® This highlights the importance of insti-
tutions in understanding and supporting those with mental health
concerns such as OCD. A repeated issue for people was access to quality
healthcare, including having health insurance that treated mental disor-
ders on a par with physical problems.

Group Identification and Power

Responses such as Nellie's made me curious about the degree to which
interviewees felt aligned with other people with the disorder. I began to
wonder if people with OCD ever perceived themselves as being part of a
minority group, especially after considering Rodney’s words at the begin-
ning of this chapter. (Note that for sociologists like me, minority groups
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need not be small in number but instead lack power and resources.) This
is important because stigma relates to issues of power, civil liberties, and
human rights but has not always been linked to them in research.?® Sarah
told me that as a society we had managed to address “subjects from sexual
orientation to racism and religion,” but “mental illness appears to be the
last taboo in society.” I asked questions about social support, stigma, and
online connections in my initial interviews; after topics related to power
and inequality manifested in various ways in my interviews, I began to
ask more questions about these topics explicitly.

There were definitely times when interviewees connected with others
who had OCD and saw themselves as part of a group of “people with
OCD?” (or people with mental disorders). In other chapters I discussed
how people sought out and interacted with others who had OCD on-
line, in support groups, and at conferences, for instance. If you have
the disorder, others with OCD might be the only people who can truly
understand what you are going through, according to Janet.

There were ways in which the people I interviewed were part of ad-
vocacy for those with OCD. They were interested in changing society
in order to minimize stigma and trivialization, increasing the public’s
understanding of OCD, furthering social support resources for those
with OCD, and improving access to treatment. For instance, Aiten built
a website for a popular OCD organization and started setting up an in-
person support group. As another example, Martin went into the field of
mental health and started building a practice around OCD. Martin and
Karla even attempted to challenge what they felt were negligent and mis-
guided professionals in their efforts to advocate for others with mental
disorders. Some interviewees wanted to facilitate knowledge of OCD to
improve treatment, and they (and their family members) participated
in research studies. Notably, they all shared their stories with me and
contributed to society’s knowledge of what OCD is really like. One mo-
tivation they gave for doing this was to help others who might be going
through similar experiences. It seems the most prominent way in which
the people I interviewed sought to improve the lives of those with OCD
and to challenge stereotypes and stigma was through the dissemination
of information.

Yet, developing a group identity, or a sense of themselves as part of a
larger group of people with OCD, met with a few impediments. Meeting
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and forming connections with others with OCD presented difficulties
because these people are not generally around the corner wearing an
obvious sign. Even if you connect with others with OCD online or in
person, they may not have the same type of OCD, said Jeft, who ex-
plained, “Everybody’s OCD symptoms are a little different, and change
over time. . . . So it can be like being a minority of one. That’s extra
isolating because there is no ‘Chinatown’ or ‘Little Italy’ or anything like
that where you could go and be with other people ‘like you.”

Looking at the interviews as a whole, there were ways in which people
explicitly hesitated and rebelled against such a group identity. OCD is
a potentially stigmatizing condition, and embracing this identity could
mean taking on this stigma. Jeff felt that taking on this identity might
mean one is giving up on getting better. He elaborated, “But one dis-
advantage of thinking of OCD as part of your identity—as I guess I do
sometimes—is that it seems to involve admitting that you’ll never get
better. . . . [This is different from some other discriminated groups.] It
wouldn’t sound right if you heard an African American say, ‘Well, I am
still kind of Black but I'm trying to get whiter.” Further, because OCD
is associated with ego-dystonic symptoms, or symptoms people do not
desire, Jeff argued this can isolate people rather than facilitate commu-
nity building.

Rodney said that he didn’t want to “revel in my identity of a person
with a disability. It is not my goal to wallow in people’s sympathy—I am
not looking to be a poster child for OCD, but I would like to have close
relationships, do something useful with my life, contribute something
to the world, and live with self-respect and dignity” The pride and pur-
pose in Rodney’s retort are worth noting. One barrier to people with
obsessions and compulsions forming a social movement advocating for
changes in the name of OCD was what I perceive as their sense of re-
sponsibility. This included the way in which some people expressed a
philosophy where they held themselves accountable for getting better,
or where they felt they had to have their obsessions and compulsions
under control before allowing themselves to engage in particular activi-
ties (such as starting a romantic relationship). “It’s my problem,” Meghan
reiterated. Janet told me that “no one else can really help you overcome
them [rituals]. You have to do that yourself” Patrick said that people
“who feel sorry for themselves don't recognize an important part of their
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life, which is that they are unique, special even.” Kelcie said she “never”
compares having OCD to being in a minority group. “I believe that if
you treat mental illness as a minority group then you are also giving
mentally ill people the right to feel victimized” (although she admitted
that she might feel otherwise if she had a different mental disorder). Yet,
Kelcie herself needed extra assistance at times, such as when she took a
semester off from college to get treatment for OCD. I wonder if perhaps
one reason people with OCD view the disorder this way is due to how
they can experience feelings of obsessive guilt.*® Based on what a couple
of interviewees said, their views on this topic may also be related to the
way in which people with OCD learn how accommodations by family
and friends can be detrimental to their recovery.

Therefore, Destin, like some of the others quoted earlier, vacillated
between identifying with and distancing himself from an OCD-based
identity. He thoughtfully depicted the tension a person can face over
feeling a need to acknowledge that one has OCD but not wanting to
identify with the label:

One of my psychiatrists . . . told me pretty early on that maybe I'll just
“grow out of it [having OCD].” And so I always kept that desire in my
mind and that reinforced my urge to want to try to push it to the side
of my thoughts of who I was. I didn't try to identify with it. But now it’s
changed [and I'm not bothered by talking about the OCD like I was] be-
cause I have identified with it. I understand that it’s going to be a part of
my life. .. . And just like feminism, it’s just like any kind of identity move-
ment. You kind of want to come out and say, “Yeah that's me and I'm not
ashamed of it. This is who I'am. . .. But I don’t. To me, the label—because
I don't have to deal with OCD severely . . . it’s different. And I don’t mind
the perfectionism. So I tend to see a lot of the good qualities, I like to see
alot of the good qualities in OCD. Even though it negatively affects me in
a number of ways and really disrupts my life more than I would like. . . .
It’s part of who I am, as my identity, if you will. . . . [But] don't try to
label me with it. . . . 'm me. ’'m not my OCD. I would just prefer to think
of myself as a quirky individual who is obsessed about certain things and
has some compulsions. . . . I want to fight with all of who I am the idea
that I can be nothing but this, and that I should be labeled with for the
rest of my life. I don’t want to be one of these people who go out and
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protest for their legal rights as someone with this or that disorder. ... I'm
a very individualistic kind of person and I believe in everyone taking
personal responsibility for their actions. And OCD kind of takes away
from that. If you have OCD, some people will use that as an excuse for
their inappropriate actions in one way or another. And we can't tolerate
that as a society. And I think it doesn’t help at all for those with OCD as
far as finding them a better way to cope with their OCD. It might even
exasperate [sic] it. . .. [Also] once institutions are created, for “OCD” or
“bipolarity;” these things, they tend to . . . grow into living, breathing
institutions that change and that kind of reinforce maybe some of the
consequences that groups who originally formed these institutions, orga-
nizations, and so forth try to alleviate.

Notably, Destin saw potential for OCD to form the basis for an identity-
based movement. However, he and others I interviewed expressed some
hesitancy to move in this direction, which set them on a different track
from the disability rights movement.

To explain, there have been people with physical impairments or who
are disabled who have been vocal in fighting for social justice. Interna-
tionally, they have pushed us to question how we think of able bodies
and disability and turned some of our common conceptions on their
head. As we age, it is possible we will suffer declines in our hearing,
eyesight, and more. Compared with racism, sexism, and other -isms,
“handicapism” or “ableism” “is the only ‘ism’ to which all human beings
are susceptible”* Instead of seeing disability as something from which
an individual suffers, the social model of disability suggests disability
has to do with how people are treated in society. The social model of
disability was popularized in the 1980s and 1990s, and prior to this a
medical perspective was dominant.’* The medical model treats disability
as a medical problem that needs solving, one that a person must deal
with in concert with a healthcare professional. In contrast, the social
model proposes that people can face a variety of impairments—but it is
the context in which they live, their surrounding physical and social en-
vironment, that makes these impairments into disability. The Union of
the Physically Impaired Against Segregation representatives indicated:
“In our view, it is society which disables physically impaired people. Dis-
ability is something imposed on top of our impairments, by the way

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

LIFE GOES ON | 187

we are unnecessarily isolated and excluded from full participation in
society. Disabled people are therefore an oppressed group in society”**

From this perspective, one solution to disablism, or the discrimina-
tion or inequality people with disabilities face, is to change society.**
The social model of disability has had an impact on policy and how
we see disability at the international level. For example, legislation has
been passed in the past few decades in the United Kingdom and the
United States prohibiting discrimination and furthering equal opportu-
nity to jobs, housing, and more. In the United States today, the changes
are obvious (although more can be done). Where the needs of those
with impairments were once ignored, today buildings are designed with
regulations in mind.

Mental disorders can be a considered a type of disability,”> but the
disability movement (including disability studies) and the mental health
service users’” or survivors’ movement (referring to people’s survival of
the psychiatric system) have proceeded apace with somewhat differ-
ent perspectives.’® Mental health service users have reacted against
a psychiatric system that sometimes treats them as passive, and they
have repudiated being defined in terms of their medical diagnosis. They
have also spoken out against stigmatization by the public and sought
to repurpose terms such as “madness” as positive. Both the disability
movement and the mental health user/survivor movement challenge
the medical model, then, but the latter has not generated a cohesive
framework akin to the social model. Moreover, some researchers have
noted that “the medicalized individual model of ‘mental illness’ contin-
ues to dominate mental health policy and practice internationally”*”
The media sometimes particularly promote a medical framing,*® and
even sociologists have tended to frame disability along “‘individual’
lines, that is by focusing on limitations, medicalization, diagnoses, in-
dividual adjustment, etc”*’

The medical model played an important part in how those I inter-
viewed talked about their experiences and viewed their lives. They were
not necessarily sure of the causes of the disorder, and they attributed
it to biological as well as environmental and social causes. However,
they often viewed their obsessions and compulsions through a personal
lens. Their thoughts and behaviors were regularly seen as an impedi-
ment or problem they wanted solved, commonly a problem requiring
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a medical/psychological solution, versus an impairment that became a
disability through society’s treatment of them. For instance, the advice
some people would give to others with the disorder would be to seek
professional help, and those with children sometimes talked about how
they would seek this type of help if their child exhibited signs of the
disorder. When I looked at the websites of two prominent organizations
for OCD (OCD Action and the International OCD Foundation), both
had missions/visions that incorporated improving access to treatment
for those with the disorder.

There was some mention of alternative perspectives, but not a cohe-
sive one promoted by the majority of interviewees. Mona argued that
she only has a problem insofar as other people let her behaviors get to
them: “I like things to be done a very specific way and almost to the
point where I like don’t even want to let anybody do it. . . . That is ir-
ritating to them. . . . I don’t see it as a problem besides the fact that it
irritates other people. Which maybe that’s their problem. Maybe they
should do it right” Chance promoted a perspective that had some over-
laps with the social model of disability: “We have this problem that we
deal with and some of us don’t see it as a problem, you know. Do left-
handed people see that as a problem? I'm sorry this world is set up for
right-handed [people]. . . . Should people who are left-handed be put
into a special group?” A few people I interviewed disliked terms such as
“mental illness,” “mental disorder,” and “mental disability;” as they felt
the terms insinuate something is “broken” in people. Clyde said his son
just “processes things differently,” and they have learned how to “navi-
gate” this. Jeff pondered if it is “better to aim at thinking of myself as
different but not necessarily in a bad way (rather like the X-Men), or as
so not very different at all”

Overall, then, interviewees’ perceptions of how people with OCD
should ideally be treated in society were complex, and they did not share
a single uniform perspective. They did perceive society as shaping the
public’s responses to people with OCD, and thereby the ability of those
with the disorder to maneuver in society. Interviewees used this as a
basis from which to make claims about the need for society to better
understand the disorder. However, as I have said, interviewees exhibited
some hesitation in identifying with the label “OCD,” inhibiting a social
justice movement in the name of OCD. They were not united in advo-
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cating for particular societal changes for OCD. Clyde argued that people
with the disorder deserve to be treated equitably; that means leveling the
playing field, for instance, perhaps giving a child with OCD extra time
on a test. Yet, Mick said, “It’s almost as bad for America to dictate that
you get to play by different rules if you're a member of a marginalized
group as it was to say that you could not vote because you were.”

A few people, including Rodney, who was described at the start of
the chapter, expressed that society should be cognizant and respectful of
individuals’ needs. For instance, Janet said, “I don't believe people with
OCD deserve special treatment but that, in the workplace, everyone
should be open-minded and supportive of each other’s disabilities” In-
triguingly, in some cases this meant advocating for social change by ar-
guing that we need to shift our perspective on what we view as “normal”
in society. Perhaps we need more “tolerance,” to borrow a term from one
interviewee. There is a neurodiversity movement that grew out of advo-
cacy from people diagnosed with autism; it incorporates more groups
now and argues that “neurological diversity should be celebrated and
appreciated.”*® Those I interviewed did not reference this movement,
but some suggested that society is made up of people with a spectrum
of problems, and perhaps we could have greater respect and tolerance
for this in society. Arguably, a downside to this approach is that it may
neglect group inequities.*' However, the progressive aspect of this view
is that it disrupts the way we stereotype groups of people and indicates
that many of us face bumps in the road in our mental health or physical
well-being. The question, then, said Bella, is how to create community
from this diverse group:

In an ideal world I think it, the actual mental illness, would just be con-
sidered as normal as any other activity or any other way of living. And
then there are degrees . . . [gives example of her mom who is schizo-
phrenic]. . .. What I'm looking at is how do we fit together, and to make
ourselves known, and to go where we need to go? Or have community.
How does community work when you’ve got variations in thinking? I
don’t know. 'm working on that myself every day.
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Conclusion
Where Do We Go from Here?

I don’'t know if you ever saw As Good as It Gets with Jack Nicholson. The
whole studio audience is sitting there laughing and I'm sitting there cry-
ing my eyes out. . . . [My family teasing me does not bother me, but] my
friend kind of hurt my feelings when she was like, “Well, obviously, this is
your OCD because this is just not normal” Those kind of comments have
hurt. Because no one’s normal, so why should I feel any different. . .. I'm
definitely more sensitive to others because having something like OCD
makes you realize that everyone has their own shit no matter how much
they look like they’ve got it all together. . . . We've all got issues and we're
all a lot more than that.

—Zelda

I decided to write this book for people like Zelda, who was introduced
earlier in the book. She depicted how society has constructed a version
of OCD that is at odds with what many people with the disorder experi-
ence. We now recognize OCD as affecting millions of people worldwide.
“OCD;” “obsessions,” and “compulsions” are terms that have entered our
lexicon but are arguably stereotyped and misunderstood. Within this
book, I provided a view into the inner worlds of people with OCD that
they often hide from the public and that extend beyond the therapist’s
office. My hope is that this book will help the public better understand
OCD, especially its diverse manifestations, as well as show people with
the disorder that they are not alone. For researchers, the book adds to
our understanding of the lived experience of OCD, which has been min-
imally studied. It provides useful data on the problems of not just stigma
but also the trivialization of mental illness, which has been relatively
neglected in research.

191
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OCD Career

The experience of having OCD can, like other health concerns or roles,
be likened to a “career” The chapters of this book traced the following
stages of the lived experience of OCD: coming to see oneself as having a
problem, defining it as OCD, seeking help, and learning to live with the
disorder. Numerous stories have been written about the power of medi-
calization, of professional labels, and the technology of medicine that
looks deep into our bodies and finds problems that we previously might
not have recognized as such. The narratives of people with OCD in this
book iterated aspects of this. Certainly, psychological/psychiatric labels
shaped their experiences. Gaining information about OCD, even learn-
ing about it through a news story, was enough to create a significant
change in people’s lives, as they began to redefine what they were expe-
riencing. It was the double-edged sword of diagnosis that people with
other illnesses have faced. For instance, diagnosis indicates that there
might be help, and that others are going through the same experience.
On the other hand, it confirms that there is a problem and one that is
potentially stigmatizing. Within online forums and groups, people with
OCD are regularly seen monitoring each other so they do not violate
what contemporary doctors and therapists say is beneficial for the dis-
order, reinforcing psychological/psychiatric perspectives.

However, for those people I interviewed, the “OCD career” often
began before diagnosis. Most of them noticed, questioned, and/or
judged some of their thoughts/behaviors as problematic before perceiv-
ing themselves as having the disorder. They drew from the knowledge
they had to decide their thoughts/behaviors were outside of social norms
and assign a host of explanations, including religious ones, to simply
having a problem unique unto themselves. At times, those with whom
I communicated also encountered healthcare professionals who lacked
knowledge about the disorder or the most effective ways to treat it. Such
are the implications of OCD not being widely recognized in society.

My research reinforces more recent conceptualizations of the illness
career and the impacts of illness on identity as shifting rather than lin-
ear.' Indeed, people sometimes went through stages of the career again
as they encountered different forms of obsessions and/or compulsions.
My data support how managing a diagnosis can involve resistance as
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well as acceptance of the illness. Interviewees commonly accepted the
diagnosis but regularly demonstrated reflexivity as they searched for in-
formation, made decisions about treatment as active consumers, and
altered how they presented themselves to others. They used knowledge
and experience as capital to assist them in getting what they wanted out
of practitioner-client relationships, for instance.

Overall, the picture interviewees drew of what it meant to live with
the disorder was complex. This is partly the result of how the OCD
career posed uncomfortable questions about identity and what makes
us who we are. People with OCD considered what thoughts and be-
haviors were theirs versus “OCD.” From their viewpoint, OCD could
be a monster or something attacking them. In rarer cases, the disor-
der was seen more positively. Over time, some people perceived it as
more of a companion. At the end of our interviews, some people be-
lieved they had conquered the OCD, while others were still in a fight
to claim their authentic self, and still others came to see the OCD as
part of themselves.

Interestingly, those I interviewed sometimes shied away from per-
ceiving OCD in political terms. Much about the disorder can feel per-
sonalized and individualized to someone with OCD, but there are many
aspects of the OCD career that are rooted in society. The people I inter-
viewed made choices about what to try to hide or share about the dis-
order in part based on public conceptions of the disorder and how they
imagined others would perceive them. This affected their social relation-
ships. Both stigma and trivialization are grounded in public stereotypes,
so how do we move forward in improving lives of people with OCD and
others diagnosed with mental disorders by minimizing these?

Trivialization and Stigma

While the OCD career has overlaps with the experiences of other dis-
orders, public conceptions that feed trivialization and stigma loomed
over the lives of people with OCD in a way that made their experiences
relatively unique. In everyday conversation, you might hear someone
refer to themselves as being “so OCD,” much to Zelda’s chagrin. Upon
telling people that I was studying OCD, a common refrain I heard was,
“Oh, I have a little OCD” or something similar.
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As a result, OCD is often stereotyped as relatively benign and humor-
ous compared with other mental disorders. However, it is a diagnosable
mental disorder that can be just as debilitating as other disorders in some
respects, can take up hours of a persons day, can involve rituals that are
illogical, and may including having taboo thoughts. Attention to stigma
matters, as studies have indicated stigma may be more difficult to deal
with than physical impacts for those with long-term illnesses.> Many in-
terviewees, such as Zelda, feared stigma from others and engaged in some
self-stigma. She told me, “I wouldn't tell [my workplace about my OCD]
because that’s the part of me that feels a little freakish. It's a very strange
thing because you can be so intelligent and so smart and have your life
together in so many other areas but yet you're this intelligent person who
has graduated college with honors and yet you're sitting there touching
a doorknob twenty times.” At the same time, people with OCD can be
angered and frustrated by more innocuous public perceptions of the dis-
order, as well as benefit from them when avoiding stigma. Ideally, OCD
would not be trivialized or stigmatized, but I have shown how improv-
ing people’s mental health literacy can potentially come with a hidden
cost—an increase in stigma as people perceive the disorder more seri-
ously or mistakenly take people’s thoughts as indicative of future actions.

In order to improve the public’s mental health literacy while reducing
stigma and minimizing trivialization for OCD or any other social issue,
let us contrast how stigma and trivialization operate. Link and Phelan
conceptualized the inception of stigma in people’s recognition of cer-
tain differences.’ There are a host of things on which we can distinguish
people. However, society picks certain ones as important and ignores
others. I like to tell my students to imagine a world where we ranked
people according to the length of their pinky toes. Once society picks
a particular difference as worth noticing and labeling, it may be linked
to stereotypes, specifically negative ones. This is the second component
of their model of stigma. The third component occurs when people use
labels to separate those people from themselves. The fourth component
involves emotional responses, for example, irritation and fear from the
stigmatizer, and shame from the stigmatized. Finally, Link and Phelan
discussed the status loss and discrimination that can occur, resulting in
inequality. Their model includes consideration of power; stigma occurs
because some groups have the power to label and separate.
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A wide swath of research exists on stigma, but much less on trivi-
alization.* 1 theorize that the seed of trivialization arises in people’s
recognition of differences as well. These differences are also associated
with stereotypes, just not necessarily negative ones. For instance, OCD
is simplified and stereotyped as being extraconcerned with cleanliness
and order. From here, trivialization is like a coin as it has two sides. On
one side, oversimplification can lead society to perceive symptoms posi-
tively, diminishing separations between “us” and “them,” and thereby
discrimination. On the other side, however, oversimplification can also
lead to reactions that feel like microaggressions for people with the dis-
order. For example, Zelda depicted how those experiencing OCD may
watch a movie about someone with OCD and see it through the prism
of their own painful experiences, while others without the disorder may
see it as a joke. Further, what happens when the more complex and seri-
ous sides of OCD arise?

Trivialization can be such a mismatch with reality that it may lead to
misunderstanding and stigma. Myrick and Pavelko argued that trivi-
alization could potentially lead people “to be less likely to seek help or
less likely to support policy-related efforts”® I imagine that a gap could
arise between what audiences expect and what they encounter, lead-
ing to problems. For instance, those holding more benign stereotypes
of the disorder may not understand why people with OCD want or
need particular accommodations in school or specialized therapy. As
one interviewee who worked in the healthcare industry told me, “I hear
professionals joke about OCD all of the time. ... OCD is a big joke”
When I asked him what it was like being in the industry and also having
OCD, he said, “Scary, because I know how discriminated against ‘we’
are by my peers.” Audiences may think someone with OCD is overexag-
gerating their need for help. Alternatively, they may become concerned
about symptoms of OCD that are different and more serious than they
expected. For instance, they may mistakenly assume people’s thoughts
are direct reflections of future actions.

Mental Continuum

I suggest that we strive to increase public knowledge of OCD while
humanizing the disorder and indicating shared lines between those with
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the disorder and without, in an effort to reduce both trivialization
and stigma. Contact with those with mental disorders is important in
reducing stigma because it puts a human face on mental illness.® In 2007,
England began a countrywide initiative called Time to Change, which
included goals such as changing attitudes toward those with mental health
problems, reducing discrimination, and improving the social capital of
those with mental disorders.” Other countries have formed their own
initiatives. People with OCD also regularly advocate for educating the
public. McGrath, who trains therapists to help those with OCD, told me
that when he tells people that he works for an OCD company, “a very
typical response is ‘Oh, I have a little OCD!.’. . . I don’t know why people
think they have a little OCD but they don'’t think they have a little of
everything else [like schizophrenia] and so part of our goal is to really
work on changing that in people and get them to recognize that OCD
is a very serious diagnosis.” I certainly understand the import of what
McGrath and others with OCD are saying, including the truly devastat-
ing impact the disorder can have on a person’s life. However, I believe
education campaigns about OCD can be accurate and include the seri-
ous aspects of OCD, while still showing connections that exist between
those who have the disorder and those who do not.

Recently, some researchers have been considering whether we may
reduce the stigma of mental disorders by showing the public how men-
tal illness lies on a continuum.® Previously, government agencies, re-
searchers, and advocates have sometimes argued that if more of the
public perceives the cause of mental disorders as neurobiological and
genetic, stigma would be reduced; the idea was that mental disorders
would be perceived as akin to physical illnesses and less blame would be
placed on individuals.” Rather than “disorders of the mind,” we would
see them as “diseases of the brain”'® However, a group of researchers
who studied people’s knowledge of mental disorders in sixteen coun-
tries wrote in 2013: “The majority of the public has received, and at least
tacitly endorses, ideas about the severity of mental illness and accepts
its underlying causes as located in the same realm as other illnesses.”**
Regrettably, while blame may decrease, viewing mental disorders in
this way can be associated with views that people cannot get better,
increases in perceptions of perceived dangerousness, and increases in
stigma.'?
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Currently studies have found that continuum beliefs, or the perspec-
tive that what people with mental disorders are going through is similar
to what others face, except for how pronounced it is, may increase so-
cial acceptance, reduce stereotypes, and foster more positive emotional
reactions.'® This is because stigma thrives on differentness, on people
distinguishing those with mental illness as different from themselves.
Perceiving mental health and illness on a continuum highlights connec-
tions among people. The continuum perspective incorporates “the per-
ception that a person with mental illness is someone like us, and that to a
certain degree his/her experiences resemble experiences of myself. This
attitude is supported by epidemiological studies on the prevalence of
psychiatric symptoms among the general population. . . . Many persons
who do not fulfil criteria for a mental disorder nevertheless experience
various psychiatric symptoms to different degrees.”'* With a continuum
perspective, we have to be careful that people do not perceive those with
mental concerns as weak and able to easily get better, though."® “Anti-
stigma advocates need to cultivate empathy that leads to parity, not to
condescension and exaggeration of difference*

A continuum model fits people’s experiences with intrusive thoughts
and OCD."” At one end of the continuum I imagine people who experi-
ence an occasional intrusive thought and ignore it. Research supports
this: “Studies have shown that between 80 and 99% of people experience
intrusive thoughts . . . and the content of thoughts is not all that different
between nonclinical and clinical populations. . . . It is theorized that the
interpretation of the thoughts as meaningless helps individuals without
OCD stay lower on the continuum and not develop OCD in response to
the thoughts”'® Sometimes I wonder whether, if those I interviewed had
known this sooner—if they knew they were not so alone, and that they
should not give their thoughts any merit—their lives might have been
different. (Conscientiousness has even been associated with obsessive-
compulsive behavior.)"®

Along the continuum are people who have potential risk factors for
developing OCD (such as family members with OCD), but who do not
currently have the disorder. Next on the continuum are people who
experience obsessions and compulsions but not at a level where they
would be diagnosed with OCD. When looking back upon their lives
before being diagnosed, or considering their status as in remission,
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some people I interviewed depicted themselves as having a little bit of
OCD. Those I interviewed did not always find their thoughts/behaviors
bothersome enough to be a problem. However, research has confirmed
that there are people who have obsessions and compulsions and who do
not reach the threshold for being diagnosed with OCD, but who find
that these inhibit their functioning and lead to distress.?* Next on the
continuum are people who experience OCD. However, we can distin-
guish those who experience mild forms of the disorder from those who
face more severe symptoms, reaching the end of the continuum. Also,
remember that people’s experiences with the disorder were not wholly
negative. For instance, some “obsessions” and “compulsions” went unno-
ticed until interviewees learned about the disorder, did not particularly
bother people, or were viewed as beneficial (e.g., perceived by others as
useful at work).

Viewing obsessions and compulsions along a continuum is not just
useful for public outreach. Researchers have proposed using a model
akin to the one just outlined to generate more targeted strategies for
people at different places along the continuum (i.e., a clinical staging
model).?! For instance, those with subthreshold OCD symptoms could
participate in programs involving mindfulness or lifestyle programs to
minimize stress, because theoretically it is possible that risk factors such
as stress may precipitate the occurrence of OCD for them. As another
example, those with OCD might be subdivided based on recurrence of
symptoms and therapeutic response, with different treatment proto-
cols. However, I believe that we should ensure that people are not overly
monitored and labeled, especially people who do not meet the threshold
for a diagnosis of OCD.

OCD in Our Times

The concerns that people with OCD have are ones that many of us have
in contemporary society, as the content of people’s obsessions varies by
culture and is related to the disquiets of that era. This was especially
noticeable when the world began facing a pandemic in 2019.

More specifically, people with OCD experience problems accept-
ing uncertainty and seek control, and numerous sociologists and other
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scholars have come to see risk and uncertainty as central issues of our
times.** Interviewees grappled with questions of control throughout the
career of OCD, including how much they could or should control the
risks of everyday living (such as germs). Large-scale changes have oc-
curred historically in society, leading to the existence of anxieties that
those both with and without OCD must manage. The social theorist
Ulrich Beck used the phrase “risk society”?* We live in a global society
where we constantly have to assess the risks of various actions we take,
as well as live with risks we may feel we have little control over (e.g.,
climate change, oil spills, problems at nuclear power plants, catching a
virus). As the sociologist Anthony Giddens wrote about society, “Every
human individual could (in principle) be overwhelmed by anxieties
about risks which are implied by the very business of living.”** The soci-
ologist Iain Wilkinson wrote that we are “becoming more vulnerable to
experiencing our world as a place of threatening uncertainty.”**> While
many of us may be able to push some of these concerns to the back
of our mind, they nonetheless exist, and I believe that to some degree
this is what people with OCD are struggling with. At least some people
with OCD are trying to control their lives and avoid unnecessary risk to
themselves and loved ones—goals that many of us share.

Destin, who I interviewed, remarked upon this. He proposed that
some people have difficulty adjusting to modern life, “and so they deal
with the uncertainty and the anxieties of the modern world through
their compulsions and their obsessions to gain a sense of control.” Some
of the same themes are echoed in the theories of sociologists. Accord-
ing to Giddens, “Modern institutions differ from all preceding forms
of social order in respect of their dynamism, the degree to which they
undercut traditional habits and customs, and their global impact”*® As
Gidden also pointed out:

No one can show that it is not “rational” to worry constantly over the pos-
sibility of ecological catastrophe, nuclear war or the ravaging of human-
ity by as yet unanticipated scourges. Yet people who do spend every day
worrying about such possibilities are not regarded as “normal?” The crisis-
prone nature of late modernity thus has unsettling consequences. . . . [It]
fuels a general climate of uncertainty.”’”
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To explain, in today’s “modern” or “postmodern” society (scholars
conceptualize and label these social changes somewhat differently),*®
Enlightenment hope in progress and reason has not brought us surety
and complete safety. We have realized that our attempts to usher in an
age of science and rationality, and better living through chemistry, have
led to new problems, and not everything is within our control.>® We are
constantly revising our knowledge, which makes it hard for us in our
daily lives to find solid ground on which to stand. Experts abound. For
example, consider food. Today we are bombarded by experts telling us
we need to eat this way or that, but who should we believe?*® Are pasta
and wheat bad or good for us? Should we choose margarine or but-
ter? These macro or large-scale changes affect our individual lives. In
the face of a multitude of choices, we constantly make and revise our
decisions, reflexively building our selves.>* We are living in what some
people argue is an age of risk and others have called an age of anxiety.*

Life may not really be more risky than in the past, but the risks may
be different, and a mindset of contemplating, calculating, and trying to
minimize risk is what we use to operate in the world now.** Instead
of surety, we are left with pervasive doubt. “Lay people are challenged
by continual uncertainties,” wrote the sociologist Deborah Lupton.**
Some of our attention to risk is likely manufactured rather than real,
for instance, our attention to risk heightened by the media’s dire news
stories. In any case, we monitor and control the minutiae of our lives as
we seek to prevent illness.>® You have surely seen and potentially par-
ticipated in this yourself. Ask yourself if you do not already enact seem-
ingly “compulsive” bodily routines to support health and well-being,
such as counting calories. Rather than governments just maintaining
a healthy water supply, sewer system, and so on, in twentieth-century
Europe, North America, and some other regions, “the maintenance and
promotion of personal, childhood, and familial health—regimen, per-
sonal hygiene, healthy child-reading, the identification and treatment
of illness—became central to forms of self-management that authorities
sought to inculcate into citizens and hence to their own hopes, fears,
and anxieties.”*® This self-reflexivity and self-discipline have only been
furthered by more recent biomedical and neuroscientific research, and
the expansion of the pharmaceutical industry in concert with the way
in which we study ever-smaller risks through clinical trials.*” Instead of
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healthy bodies that are beset by sickness at times, “a very different no-
tion of illness took center stage,” where “health has come to be defined as
7*® The body we thought was healthy we now believe
may be harboring hidden symptoms or may be at risk for a future dis-
ease, so we treat the anticipated problem.

One response to these societal shifts has been for people to become
excessive about controlling risks to their health by becoming experts
themselves.>® Even when we feel “healthy,” we are expected to reduce
our risk and change our lifestyle or take medications. Another response
has been fear, leading to an “anxious duty to be healthy”*® For Giddens,
our routines, and our vigilance and control of our bodies and discourse,
help minimize those anxieties I mentioned earlier.*’ Giddens argued
that these habits and routines provide a “bulwark” against threatening
anxieties. However, he warned that to hold too strictly to them can lead
to compulsive behaviors, melancholia, or schizophrenia; he stressed that
to live we have to have some trust and ability to live creatively. The so-
ciologist Frank Furedi suggested that a culture of fear has developed
in our society, where our fear is free-floating, moving from fear of one
thing to another without any real rhyme or reason.*” The more safety
precautions we put into place, the more we may actually feel insecure.
Like hamsters running on a wheel, people can become preoccupied with
reducing risk in the face of a growing specter of fear surrounding our
health, but the more attempts we make to stay “healthy” or be safe, the
more we may feel fear or insecurity.*’ The citizen today, wrote professor
of international politics Engin F. Isin, “arises from and responds to fears,

a reduction in risk

anxieties, and insecurities.”**

Perhaps people with OCD are trying to cope with these societal
shifts, less willing or able to push aside the risks of today’s world than
some other citizens, or are more concerned with controlling risks even
if such control is actually impossible. Some interviewees argued that
their OCD started when they found themselves in situations that were a
bit riskier than other contexts, and they began to institute precautions.
For instance, a couple of people described having jobs where they got
physically dirty, so they began enacting cleaning rituals. Aiten worked
in a motor vehicle garage as a teenager. He depicted these as “horrible
dirty places,” so he started taking baths “and slowly the baths got longer
and longer” He wondered if his “habit” grew into OCD. Often people I
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interviewed described what appeared to be worries about risks we all
face today, and they commonly noted that their OCD seemed to get
worse when they were under stress. For example, they described con-
cerns about contracting illnesses or harm coming to loved ones, and as
a result engaged in behaviors to try to minimize such. Nellie described
her OCD as being akin to a “voice in your head telling you that some-
thing is or will be dangerous if you take a specific action.” She said OCD
“thrives” on the unknown. People with OCD’s assessment of perceived
risks sometimes became uncoupled from actual risks. The more people
engaged in compulsions, sometimes the more they felt their anxiety, ob-
sessions, and rituals increased. For people with OCD, behaviors could
become excessive, or result in what an outsider would perceive as ir-
rational or nonsensical. They sometimes stuck to their rituals, whereas
others without OCD seem to be constantly managing and revising their
behaviors to meet situational needs.*® It was as if those with OCD sought
safety in routine. I suggest it may be useful, at least in some cases, to
see the mental and physical routines and behaviors of those with OCD
as coping mechanisms, which was how a few people with the disorder
described them. Zelda said that as such things go, OCD is “better than
doing drugs” The routines/behaviors were extra insurance or an extra
precaution against risk, even if irrational. For example, Giddens noted
that the average person may ignore small risks.*® In contrast, I found
that some persons with OCD had trouble ignoring small risks or stop-
ping what they clearly assessed as irrational actions, or actions linked
to irrational thoughts. Jeff told me about an incident at a restaurant
when he was a teenager. He saw a fry drop on the floor, “and I kind of
felt like I ought to phone the restaurant owner and ask them, ‘Did you
pick up the fry to make sure no one falls and hurts themselves?” But I
knew I shouldn’t really do that, that it didn’t really make sense”” Jeff said
that OCD at heart is not different from “ordinary” human life. It just
seems different because it is “like zooming into something with a mi-
croscope . . . it's more of a hypersensitivity or hyperalertness to certain
threatening or annoying experiences.”

Taken far enough, people with OCD can be unsure or unable to trust
their own actions. They may believe in their thoughts and behaviors; for
instance, at times they really feel they are preventing harm by engaging
in what an outsider would perceive as a clearly unrelated ritual. They
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can become afraid to live, to take risks. Phineas told me, “I constantly
analyze every little thing in my life, to gain control, to see out the danger,
and to get myself prepared for it. . . . Normal people live out in the bright
lights of the world, I live in the dark alleys and shadows of the world.”
He explained compulsions as a way for people with OCD to “protect
themselves from something bad happening; we feel that we always need
to be in control” I want to clarify that I am not denying that OCD may
have a neurobiological cause, nor am I claiming obsessions and com-
pulsions only came into existence with modernity, but rather, that we
should consider the disorder’s current manifestation within the larger
context in which we are now living.

In our risk society, a multitude of risks and fears abound, and contem-
porary society seems to provide fertile soil for obsessions and compul-
sions to grow. Regardless of how rational or irrational one might label
the thoughts and behaviors of people with OCD, perhaps the motivation
that undergirds it is the same one that drives people without the disor-
der: a desire to keep control over at least a portion of one’s life in the face
of a risky society, to set up barriers against the vagaries of society. Note
that it is not my intention to paint modernity or postmodernity as all
negative. We face a diversity of opportunities, perhaps more than ever
before. Life is surely different from in the past. It is probably most accu-
rate to say these changes have brought both good and bad, for example,
new freedoms as well as new restrictions.

We Have All Got Problems and Flexible Institutions

Moreover, what some people with OCD told me, and what others with
impairments or illnesses have reiterated in studies, is that many of us have
problems. People with OCD are not alone. One woman told me, “I've found
that once you open the door, and you let people know, you know, you're not
perfect, that they walk through it with their own problems.” Researcher Gill
Green wrote, “Those who have traditionally been defined as ‘not normal’ or
‘other’ are challenging the definition of what is ‘normal’”*’ Therefore, how
do we create a society that is communal but that also respects individual
needs and impairments, as Bella envisioned in the previous chapter?
Institutions commonly assume a framework in which having an
impairment is outside of the norm. For instance, I provide a variety of
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accommodations to students through my university’s Office of Disabil-
ity Accommodations, from athletes who have been injured to students
with mental disorders. These can include having extended time to com-
plete tests and seating near the door in class. Workplace-based return-
to-work initiatives exist, applicable after someone has faced difficulties
from a disorder or disability.** Some companies are more specifically
addressing mental health in the work world with employee resource
groups for mental health.* For instance, Johnson & Johnson has worked
on improving access to care, as well as putting together employee re-
source groups, including one called the Alliance for Diverse Abilities.>

However, perhaps we need to reframe how we think about “nor-
malcy” and illness. According to the National Institute of Mental Health,
almost one in five people in the United States is living with a mental
illness,”" and many more may experience problems that do not reach
the level of a diagnosis. In a study of the visually impaired, interviewees
talked about how they are “just like everyone else and that the others
are just like them. Everyone has some kind of disability and has some
level of dependence on others”*? Clyde said that “they’re finding out
that normal is not nearly as normal as they thought” Impairments can
affect learning, and in some schools the majority of students with learn-
ing challenges might not disclose.”* How do people manage who are too
afraid to go to a healthcare professional, or who have “symptoms” below
a threshold to be diagnosed, or who are too disheartened to directly ask
for help? Sitting in my office, students have confessed their struggles
to succeed in school. However, sometimes they languished for months
without coming to me, or gave me all manner of explanations until they
finally told me what was really happening in their lives—for example,
that they were depressed.

Strategies can be employed in institutions that might benefit stu-
dents or workers with a variety of stresses and problems across the
mental health continuum without requiring them to necessarily label
what they are experiencing or ask for special help. Pushes for “univer-
sal” and “inclusive” design in environments have been made, as well
as cultures of care. We can imagine institutions that are made flexible
enough to incorporate all types of participants. A little flexibility could
make a huge difference in my students’ lives as well as in the lives of
my interviewees.
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For instance, Melissa Mauldin, a sociologist who teaches in high
schools, directed me to principles from the Universal Design of Learn-
ing (UDL) used by educators. These principles involve flexibility in the
distribution of information and demonstration of accomplishments, as
well as a reduction in barriers to instruction without lowering expecta-
tions.>* UDL is based on universal design principles for the environment
as well as research in neuroscience on how people learn. Options such
as instruction in multiple formats, student output presented in diverse
formats (i.e., not just written but possibly a podcast), and access to dif-
ferent learning environments can be beneficial. I have already observed
institutions of higher education promoting some of these options. Some
aspects of universal design could also be employed in the workplace,
such as offering more flexible work hours.*® Further, growth in telecom-
muting may provide people with disorders and disabilities more space
to manage their symptoms. The downside is that there is some evidence
that the extent to which one telecommutes can have some negative ef-
fects on careers (e.g., salary and promotions) in particular contexts,”®
but perhaps this may change as a result of the COVID-19 pandemic. A
mental health report commissioned by the American Heart Associa-
tion in 2019 depicted mental health on a continuum and provided more
ideas for supporting workers.’” The report outlined potential strategies
for employee care at multiple points along the continuum. It argued that
employers could reduce employee stress and prevent problems by in-
vesting in programs such as one for college loan repayment support. For
those employees already facing difficulties such as anxiety and stress,
employers could provide short-term counseling and referral to outside
support. Importantly, employers could make mental health programs
such as those involving cognitive behavior therapy available to all em-
ployees rather than just those with mental health concerns.

I concur with authors who believe we need to do more than foster
personal development in institutions. Karp argued that “we need to
rediscover community as the very best medicine for many of our ills,
including the sadness of depression,”*® and perhaps he is right. While
I do value the everyday practices people with OCD put into place to
reduce their stress and anxiety, we should question why people have so
much stress and anxiety in the first place. An emphasis on individual-
ism in society has been posed as a possible cause of increased anxiety
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in young people, and people’s disconnection from each other has been
linked to depression.* Therefore, telling people to become even more
reliant upon themselves hardly seems the ultimate solution.

In a book about the influence of psychology on education, Jack Mar-
tin and Ann-Marie McLellan wrote, “What we believe mainstream edu-
cational psychology got fundamentally wrong was to conceptualize our
selves (our psychological being) as isolated from and prior to our co-
ordinated sociality within communities of others”*® Educational psy-
chologists work on promoting “self-esteem, self-concept, self-efficacy,
and self-regulated learning” that “celebrate mostly individual ends”**
Instead, Martin and McLellan drew from the ideas of the sociologist
George Herbert Mead to promote the development of students in a
community “that begins with the students’ immediate situations and
perspectives and moves gradually and progressively to enlarge and place
them within the broader social context of human sociocultural perspec-
tives, understandings, and accomplishments”** Education is both for
personal and societal development in this way, and arguably other soci-
etal institutions should be so too.

Do Not Despair

What tips for others with OCD might we glean from my interviews?
I began the book by mentioning jokes and memes that frustrate those
with OCD. However, some people I interviewed told me how humor can
be a great coping technique for life’s stresses as well as the difficulties of
experiencing obsessions and compulsions. It can be an interesting way
to connect with people and share an inside joke. One study of people
with various mental illnesses indicated that humor was linked to higher
self-esteem.®® I believe that Delia was offering some solid advice when
she said that it is good to laugh at oneself or to share a joke with others.
However, she advised that you should not allow others to insult you or
make you feel like less of a person because you have OCD. Indeed, all of
us can have bizarre thoughts pass through our minds. They do not have
to mean something important, and therefore we do not necessarily need
to judge them in ourselves or others.

Most important, if you have OCD, do not despair. You can find ways
to treat and cope with your obsessions and compulsions. I believe the

printed on 2/14/2023 3:08 AMvia . All use subject to https://ww.ebsco.coniterns-of-use



EBSCOhost -

CONCLUSION | 207

. It’'s
raining!

s

I've got us -
covered

@Jangandfox

Figure C.1. JangandFox’s Got You Covered by Jang

most important message from interviewees for others with OCD would
be to get trustworthy information and advocate for yourself. For anyone
who wants to seek professional help, interviewees reiterated how it is
wise to seek the counsel of someone experienced in contemporary treat-
ments for OCD and who has treated a variety of OCD clients.

Despite fears of how the public would perceive them, those I inter-
viewed did find many people in the world who took the time to listen
and understand them. Therefore, I believe they would want me to con-
clude this book by saying thank you to the people who listen to, empa-
thize with, show up for, and love those with OCD.
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Penzel, “‘But I Love My Kids..>”

Shapiro, Understanding OCD, chap. 1. According to Nikodijevic et al., “Unwanted
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intrusive thoughts that are contrary to the person’s self-view are more likely to be
interpreted as significant and threatening, and may lead to the individual ques-
tioning their self-concept” (“Fear of Self;” 165).

8 American Psychiatric Association, DSM-5; Rachman and De Silva, Obsessive-
Compulsive Disorder.
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11 Boschen, “Publication Trends”; Rapoport, Boy Who Couldn’t Stop Washing;
Rasmussen and Eisen, “Epidemiology”; Wahl, “Obsessive-Compulsive.” It is un-
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clear why prevalence rates increased. Rapoport suggested that people with OCD
who had previously been hiding their problem became more open as a result of
increased scientific interest and treatment accessibility. However, perhaps the
definition of OCD, or at least obsessionality and compulsiveness, has expanded or
will expand in the future (see Kramer, Listening to Prozac). Also, there appears to
be a period in the 1990s when the prevalence of the disorder was overestimated
(e.g., see Crino, Slade, and Andrews, “Changing Prevalence”).

12 Coles et al., “Obsessive Compulsive Disorder Prevalence”; Fawcett, Power, and
Fawcett, “Women”; Fontenelle, Mendlowicz, and Versiani, “Descriptive Epidemi-
ology”; Subramaniam et al., “Prevalence, Correlates, Help-Seeking” The actual
prevalence of OCD worldwide is a bit uncertain. Widely varying prevalence rates
are due to in part to differences in study methodology. Other social and environ-
mental factors are also relevant.

13 Schneider and Conrad, Having Epilepsy, 3.
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For instance, see Durkheim, Suicide.

For instance, see Barker, Fibromyalgia Story; Beard, Living with Alzheimers;
Charmaz, Good Days; Karp, Speaking of Sadness; Schneider and Conrad, Having
Epilepsy; Weitz, Life with AIDS.

Frank, Wounded Storyteller, xiii.

Holstein and Gubrium, Self We Live By.

Frank, Wounded Storyteller, xii.

Bury, “Illness Narratives.”

Frank, Wounded Storyteller, 5.

Frank, 6.

Albert et al., “Duration of Untreated Illness”; Gershkovich et al., “Exposure and
Response”; Schwartz et al., “Treatment-Seeking”; Subramaniam et al., “Preva-
lence, Correlates, Help-Seeking.”

I interviewed the first group of people in 2003. Years later I expanded the project
and more than doubled the number of interviews, plus I was able to recontact
some of my first interviewees. There were a few people who stayed in touch over a
number of years.

Online interviewing has been a growing methodological approach for research-
ers, one that is especially useful for communicating with vulnerable populations.

I created a semi-structured list of questions covering core topics, including treat-
ment, interactions with others, and stigma.

One person’s age is an estimate based on work history.

Interviewees were asked to identify their own race/ethnicity. Of the group of
fifty-five respondents, five did not answer. Of those who did, there was one Native
American man, one Haitian woman, one Cuban woman, one Indian woman, and
one Jewish woman. The rest identified themselves as White or Caucasian.

Of the fifty-five core interviewees, thirteen said they had not been, or were not sure
if they had been, professionally diagnosed as having OCD (although Alvira received
treatment from a healthcare professional and was told she had or could someday
develop OCD; Janet felt her therapist seemed to think she probably had OCD,

and Janet considered herself diagnosed; Monica said a psychologist went along
with her self-diagnosis; Percy said a telephone counselor for an OCD organiza-

tion thought it sounded like he had OCD; and Mable was being given medication
for her symptoms by an MD). I asked respondents to answer questions from the
Obsessive-Compulsive Inventory-Revised (OCI-R). It is condensed, compared with
other instruments, consisting of eighteen questions (six subscales). People report on
a scale of o to 4 the degree to which they are bothered by experiences such as seeing
objects out of place (see Foa et al., “Obsessive-Compulsive Inventory”). In different
samples Foa identified a cutscore between 18 and 21 for the total OCI-R, and be-
tween 4 and 5 for the obsessing subscale. Other researchers determined an optimal
cutscore of 7 for the obsessing subscale, 7 for symmetry and ordering, 7 for check-
ing, 5 for hoarding, 3 and 4 for neutralizing/superstition, and 3 and 4 for contamina-
tion and washing (see Génner, Ecker, and Leonhart, “Diagnostic Discrimination”).
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Of the thirteen interviewees who had not been diagnosed, nine had scores
of 23 or greater. Of the other four, Monica had a score of 17 total (but 9 on
the obsessing subscale); Percy had a score of 15 total (but 12 on the obsessing
subscale); Katie had a score 17 total (but 11 on the hoarding subscale); and Lily
had a score of 6 total (but 5 on the hoarding subscale). A note of caution in in-
terpreting these numbers—the OCI-R asks people to say how much particular
things distress them over the “past month” However, respondents said their
symptoms waxed and waned and were affected by treatment. At the time of the
interview, some respondents felt they were in remission or had few symptoms
to report. Interviewees’ answers to the OCI-R did not all reflect their symptoms
as of the past month but were based on various time periods. Some persons, for
example, answered these questions based on how they felt before treatment or
when symptoms were at their worst.

Most of these people diagnosed themselves as having OCD. However,
despite having a healthcare practitioner tell her that she had or could develop
OCD, Alvira hesitated to define herself as having a problem. Mable learned
about OCD in college and felt she might have had OCD when she was a child;
she was “obsessive about thoughts” as an adult but seemed to not consider this
OCD because she did not engage in overt compulsions. Adrian felt he had
OCD or at least was on his way to developing it, before he got his thoughts/be-
haviors under control. Two more participants were unsure if they had OCD but
explained that they hoarded.
American Psychiatric Association, DSM-IV-TR.
Jutel, Putting a Name to It, introduction.
Jutel. According to Lakoff, “Two centuries after its invention, psychiatry’s illnesses
have neither known causes nor definitive treatments. The field’s difficulty in stabi-
lizing its forms of knowledge and intervention has contributed to its problematic
position within contemporary biomedicine” (Pharmaceutical Reason, introduc-
tion).
Hollander, Braun, and Simeon, “Should OCD Leave.”
American Psychiatric Association, DSM-3, 235.
Mataix-Cols et al., “Hoarding Disorder”
For instance, in one study in the United States, 9o percent of participants who
met the criteria for lifetime OCD also met the threshold for another lifetime
disorder (see Ruscio et al., “Epidemiology”).
For instance, one person I interviewed said that at first she hid information about
what she was going through, which she felt led to a misdiagnosis. For one person,
I have missing data on this issue.
Karp, Speaking of Sadness; UNM Center for Social Policy, “Medicalization”
Blumer, Symbolic Interactionism; Mead, Mind, Self and Society.
Holstein and Gubrium, Self We Live By.
To analyze the interviews and online materials, I alternated between inductive
(looking for themes in people’s words) and deductive (comparing their words to
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existing research and theoretical concepts) approaches. I highlighted interviewees’
words that reflected themes and concepts, as well as utilized techniques of display
to identify patterns and connections among them (see Miles and Huberman,
Qualitative Data Analysis).

Aneshensel, “Mental Illness as a Career”; Becker, “Becoming a Marihuana User”;
Biddle et al., “Explaining Non-Help-Seeking”; Crossley, In the Gym; Goffman,
“Moral Career”; Karp, Speaking of Sadness; Suchman, “Stages of Illness”

Since people could move through the stages in different ways, they technically
could be said to follow multiple trajectories (see Aneshensel, “Mental Illness as a
Career”).

Karp, Speaking of Sadness, 57.

Karp, 56.

For instance, see Beard, Living with Alzheimers.

Conrad, Bandini, and Vasquez “Illness and the Internet”; Frank, Wounded Sto-
ryteller; Harrison, “Regressing or Progressing”; Hult et al., “Flipped Healthcare”;
Lewis, “DIY Selves”; Petersen, “Risk””

Glazier et al., “High Rates”; Wilson and Thayer, “Cross-Cultural Differences.”
Fennell and Liberato, “Learning to Live”

Fennell, “If Youre ‘So OCD’”; Schmelkin, “Hierarchy”; Tringo, “Hierarchy.”
Levy, “Am I a Monster?”

Goftman, Stigma; Link and Phelan, “Labeling and Stigma.”

Corrigan and Rao, “Self-Stigma.”

Cummings, Lucas, and Druss, “Addressing Public Stigma,” e1.

Fennell, “If Youre ‘So OCD’”; Warman, Phalen, and Martin, “Impact”

Fennell and Boyd, “Obsessive-Compulsive Disorder.”

Julien, O’Connor, and Aardema, “Intrusions Related to Obsessive-Compulsive
Disorder”; Radomsky et al., “You Can’t Hide”

Beck, Risk Society; Giddens, Modernity and Self-Identity. Whether the prevalence
of mental disorders increased over time prior to the COVID-19 pandemic is
controversial. For instance, see Baxter et al., “Challenging”; Booth, Sharma, and
Leader, “Age of Anxiety”; Richter, Bruen, and Whittington, “Global Prevalence”;
and Twenge, “Age of Anxiety”

McLean Hospital, “Living with OCD”

Khosravani et al., “Impact of the Coronavirus Pandemic”; Nissen, Hojgaard, and
Thomsen, “Immediate Effect.”

McLean Hospital, “Living with OCD””

American Heart Association, Mental Health; Cole and Warman, “Examination
of Continuum”; Peter et al., “Continuum Beliefs”; Schomerus, Matschinger, and
Angermeyer, “Continuum Beliefs.”

I reproduce interviewees words as faithfully as possible, with a few minor correc-
tions for obvious grammatical, wording, and spelling errors or repetitions.

At times I reference material from online forums. Using this as part of research
can be controversial, because even though the material may be publicly available,
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authors/creators may not realize. For their protection, I do not identify the sites I
visited and only paraphrase their words—never quoting them directly. I system-
atically analyze posts from one site in chapter 7; I identified myself as a researcher
and gained permission to study the posts.

1. WHAT IS OCD?
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Pavelko and Myrick, “Tweeting and Trivializing”; Rapoport, Boy Who Couldn’t
Stop Washing; Wahl, “Obsessive-Compulsive”

Pavelko and Myrick, “Tweeting and Trivializing.”

Beveridge, “Images of Madness”; Carmichael et al., “Media Coverage”; Diefenbach
and West, “Television and Attitudes”; Johnson and Riles, “ ‘He Acted’”; Philo and
Glasgow University Media Group, Media and Mental Distress; Pirkis et al., “On-
Screen”; Stout, Villegas, and Jennings, “Images of Mental Illness”; Wahl, Media
Madness.

Diefenbach and West, “Television and Attitudes.”

Philo and Glasgow University Media Group, Media and Mental Distress; Stout,
Villegas, and Jennings, “Images of Mental Illness”; Wahl, Media Madness.
Robinson et al., “Measuring Attitudes.”

For instance, see Maier et al., “Media Influences”; Maiorano et al., “Reducing
Stigma”; Ross et al., “Systematic Review.”

Cefalu, “What’s So Funny”; Davis, Obsession; Fennell and Boyd, “Obsessive-
Compulsive Disorder”; Wahl, “Obsessive-Compulsive”

American Psychiatric Association, DSM-5.

Pavelko and Myrick, “Tweeting and Trivializing”; Wahl, “Obsessive-Compulsive.”
Coles, Heimberg, and Weiss, “Public’s Knowledge”

Garcia-Soriano and Roncero, “What Do Spanish Adolescents Think”

Fennell and Boyd, “Obsessive-Compulsive Disorder.”

Siegel, “Portrayal”

Clark and Rhyno, “Unwanted Intrusive Thoughts.”

American Psychiatric Association, DSM-5; World Health Organization, “ICD-11”
American Psychiatric Association, DSM-3, 237.

Steketee, Pigott, and Schemmel, Latest Assessment, 1.

Rachman and De Silva, Obsessive-Compulsive Disorder, 7.

American Psychiatric Association, DSM-5; World Health Organization, “ICD-11”
Kramer, Listening to Prozac, 26.

Adam et al., “Obsessive-Compulsive Disorder”; Fullana et al., “Obsessions and
Compulsions”

Conrad and Potter, “Expansion of Medical Categories.”

Maggini et al., “Epidemiological Survey”

Cameron et al., “Comparison’; Eisen et al., “Five-Year Course”; Li et al., “Symptom
Dimensions.” In one study, “negative appraisals of intrusive thoughts were the most
central symptoms in the OCD network, and they uniquely predict co-occurring
symptoms of anxiety and depression” (Olatunji et al., “Core of OCD)” 45).
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For instance, see Grant and Chamberlain, “Exploring the Neurobiology””
D’Amico, Estivill, and Terriente, “Switching,” 144.

Grant and Chamberlain, “Exploring the Neurobiology;” n.p.

Buchman et al., “Neurobiological Narratives”; Hauschildt and Dar, “On the Rele-
vance”; Hinshaw and Cicchetti, “Stigma”; Stoppard and McMullen, Situating Sadness.
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Linden, “Biological Psychiatry”; Priebe, Burns, and Craig, “Future”; Rose, Our
Psychiatric Future.

Bracken et al., “Psychiatry beyond the Current Paradigm”; Zion and Crum,
“Mindsets Matter.”

Zion and Crum, “Mindsets Matter”

Bracken et al., “Psychiatry Beyond the Current Paradigm,” 432.

Hinshaw and Cicchetti, “Stigma?”

Bhui, “Cultural Neuroscience”; Bracken et al., “Psychiatry Beyond the Current
Paradigm”; Fingelkurts and Fingelkurts, “Brain Space”; Linden, “Biological Psy-
chiatry”

Bhui, “Cultural Neuroscience,” 89.

Rose, Our Psychiatric Future.

Rosso et al., “Stressful Life Events.”

Coles et al., “Obsessive Compulsive Disorder Prevalence”; Nicolini et al., “Influ-
ence of Culture”; Taylor, “Etiology”

Julien, O’Connor, and Aardema, “Intrusions Related to Obsessive-Compulsive
Disorder”; Rachman, “Cognitive Theory of Obsessions,” Radomsky et al., “You
Can’t Hide”

Belayachi and Van der Linden, “Looking for Outcomes,” 158.

Julien, O’Connor, and Aardema, “Intrusions Related to Obsessive-Compulsive
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Audet et al., “Not All Intrusions”; Nikodijevic et al., “Fear of Self”
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Fradkin et al., “Searching,” 673.
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Rapoport, Boy Who Couldn’t Stop Washing.

Rapoport, 177.

Davis, Obsession, 18.

For instance, see Coles et al., “Obsessive Compulsive Disorder Prevalence”;
Fontenelle, Mendlowicz, and Versiani, “Descriptive Epidemiology”; Olson

et al., “Culturally Sensitive OCD Research”; Subramaniam et al., “Prevalence,
Correlates, Help-Seeking?”
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Guzick et al., “Diagnostic Description and Prevalence,” 25.

Williams et al., “Cross-Cultural Phenomenology;” 68.

Li et al., “Symptom Dimensions.”

Li et al.; Wilson and Thayer, “Cross-Cultural Differences”; Yorulmaz, Geng6z, and
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Ozcanli et al., “Obsessions across Two Cultures”; Williams and Jahn, “Obsessive-
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Jutel, Putting a Name to It, introduction.

Davis, Obsession.

Davis, 212.

Berrios, History of Mental Symptoms; Davis, Obsession; Rachman and Hodgson,
Obsessions and Compulsions.

Climacus, Ladder, 143.

Berrios, History of Mental Symptoms, 140.

Osborn, Can Christianity Cure, 30.

Friedrich, Literary and Linguistic Construction, 31.

Rachman and Hodgson, Obsessions and Compulsions.

Aardema, “COVID-19,” 2.

Berrios, History of Mental Symptoms, 140.

Davis, Obsession, 13.

Rachman and Hodgson, Obsessions and Compulsions.

Rapoport, Boy Who Couldn’t Stop Washing; Steketee, Pigott, and Schemmel, Latest
Assessment.

Rachman and Hodgson, Obsessions and Compulsions, 28.

Rachman and Hodgson, 22.

Porter, Madness, chap. 2.

Porter, chap. 1.

Porter, chap. 2.

Adler and Adler, Tender Cut, chap. 12.

Conrad and Schneider, Deviance and Medicalization, chap. 3.

Conrad and Schneider, chap. 3.

For instance, see Priebe, Burns, and Craig, “Future””

Porter, Madness.

Boschen, “Publication Trends”; Davis, Obsession; Rapoport, Boy Who Couldn’t Stop
Washing; Rasmussen and Eisen, “Epidemiology”; Wahl, “Obsessive-Compulsive.”
Jenike, “Hidden Epidemic,” 539.

2. BUT WHAT IS IT REALLY LIKE?

1
2

Grayson, Freedom, introduction.
Someone asked me if people with OCD have a type of “double-consciousness.”
The sociologist W. E. B. DuBois wrote about having a double consciousness in The
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Souls of Black Folk from 1903, where he pointed out that Black people have “this
sense of always looking at one’s self through the eyes of others, of measuring one’s
soul by the tape of a world that looks on in amused contempt and pity. One ever
feels his two-ness,—an American, a Negro; two souls, two thoughts, two unrec-
onciled strivings; two warring ideals” (8). People with OCD experience a different
kind of double perspective, but it is there nonetheless.

3 Davis et al,, “Impact,” 751.

4 Agency stands in contrast to determinism (see Franks, Neurosociology). “A tenta-

tive list of the features distinguishing the concept of agency includes awareness of

a goal, of an intention to act, and of initiation of action; awareness of movements;

a sense of activity, of mental effort, and of control; and the concept of authorship”

(Balconi, “Preface,” v).

Balconi, “Sense of Agency; 3.

Holstein and Gubrium, Self We Live By.

Charmaz, Good Days; Goffman, Presentation of Self.

Control has long been a component in theoretical understandings of OCD,

NN N

but in different ways. For instance, when speaking of obsessions, Aardema and
O’Connor noted the “tendency” of people with some forms of OCD to engage in
“metacognitive thought and control” and wrote that “other researchers before us
have noted the excessive control exercised by OCD patients in regulating their
mental states” (“Menace Within,” 188). However, for Aardema and O’Connor it is
not that people with OCD are inherently overly concerned with control, but “the
belief that the person is really experiencing a motivated impulse while in fact this
is not the case leads to obvious problems with a sense of control since the person
attempts to remove motivated thoughts that are not there” (189). Other research-
ers found that “the fear of cognitive dyscontrol resulting from anxious arousal
was uniquely predictive of difficulties with unacceptable thoughts” (Wheaton et
al., “Relationship,” 895). Meanwhile, an article published in Brain and Cognition
suggested “the main problem in OCD might be difficulty activating the right
frontoparietal networks during tasks that require cognitive control, which might
result in the intrusiveness of obsessive thoughts” (Kogak et al., “Cognitive Con-
trol,” 390). Grayson wrote, “Almost all rituals [compulsions] involve the attempt to
control or stop feelings, with anxiety being the most common feeling” (Freedom,
chap. 3).

Part of having agency is engaging in acts; researchers found that “OCD
patients fail to predict and suppress the sensory consequences of their own
actions. The increased mismatch between expected and actual outcomes caused
by this forward model dysfunction may explain persistent feelings of incom-
pleteness even after properly executed actions and the augmented search for
control in these patients” (Gentsch et al., “Dysfunctional,” 652). Timpano and
Schmidt, when looking at self-control and hoarding, found that “depleting
self-control resources was associated with an increase in subsequent saving
behaviors” (“Relationship,” 13). As part of a treatment method, Schwartz and
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Beyette advocated that people with OCD change their own brain chemistry
(Brain Lock). For examples of how OCD can be understood as a “disturbance of
agency; see Belayachi and Van der Linden, “Looking for Outcomes,” 167.
Gagné and Radomsky, “Manipulating Beliefs”

OCD Center of Los Angeles, “Harm OCD.

Grayson, Freedom.

Hershfield, “Mistaken Beliefs.”

Fennell and Liberato, “Learning to Live”

Seay, “Suicide Obsessions.”

Barker, Fibromyalgia Story.

Kelly and Field, “Medical Sociology;” 248.

Bowen, Brenton, and Elliott, Pressure Cooker, chap. 7.

Belayachi and Van der Linden, “Looking for Outcomes.”

Boschen and Vuksanovic, “Deteriorating Memory Confidence”; March and Ben-
ton, Talking Back; Ouellet-Courtois, Wilson, and O’Connor, “Cognitive Confi-
dence”; Radomsky and Alcolado, “Don’t Even?”

McGuire et al., “Role of Avoidance.”

Coles and Ravid, “Clinical Presentation.”

Burchi and Pallanti, “Diagnostic Issues.”

Rachman and De Silva, Obsessive-Compulsive Disorder.

Capawana, “Developmental Psychopathology;” 106.

Steketee and van Noppen, “Family Approaches,” 44.

Fennell and Liberato, “Learning to Live”

Rigney, Metaphorical Society; Sontag, Illness as Metaphor.

March and Benton, Talking Back, chap. 6.

Other common metaphors interviewees used treated OCD as chaotic or over-
much in some way, e.g., as a blockage or limiting force, as something repeating or
stuck (sometimes leading them to feel stuck), or as a facade or other reality.
Fennell and Liberato, “Learning to Live”

Purdon et al., “Development,” 200.

Foucault, “About the Beginning,” 201.

American Psychiatric Association, DSM-5.

American Psychiatric Association, 238.

3. TREATMENTS, OLD AND NEW

1
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For instance, see Hershfield, “Mistaken Beliefs”; Grayson, Freedom; Salkovskis
and Kobori, “Reassuringly Calm.

Penzel, “To Be or Not to Be”

Wegner et al., “Paradoxical”

Hershfield and Corboy, Mindfulness Workbook; Penzel, “ ‘But I Love My Kids .. ”
Esman, “Obsessive-Compulsive.”

McKay, Abramowitz, and Storch, “Ineffective.”

Rapoport, Boy Who Couldn’t Stop Washing, 101.
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Siev, Huppert, and Zuckerman, “Understanding;” 535.

McKay, Abramowitz, and Storch, “Ineffective.”

Steketee, Pigott, and Schemmel, Latest Assessment, 39.

Keyes, Nolte, and Williams, “Battle”

Dumit, Drugs for Life, introduction.

Kramer, Listening to Prozac.

Kramer, 33.

Pittenger and Bloch, “Pharmacological Treatment.”

Greist, “Comparative Effectiveness”

Goddard et al., “Serotoninergic Mechanisms.”

Stokes and Holtz, “Fluoxetine.”

Catapano et al., “Obsessive-Compulsive Disorder”; Skapinakis et al., “Systematic
Review”; Stein et al., “Obsessive-Compulsive Disorder”; Steketee, Pigott, and
Schemmel, Latest Assessment.

Kotapati et al., “Effectiveness,” 12.

Rose, Our Psychiatric Future.

It is expensive to carry out studies involving medications, so research has often
been conducted by pharmaceutical companies, which arguably is a conflict

of interest (Dumit, Drugs for Life). Negative studies have been published less
often than those showing positive results. Research and development have been
conducted in such a way to promote the most use of medications and earn the
most money, not necessarily what is best for health or the most efficient use of
medications. Many issues have not been prioritized in research, such as the best
methods to get off medications and their long-term side effects (Dumit, Drugs for
Life; Rose, Our Psychiatric Future).

Roberts, Sahakian, and Robbins, “Psychological Mechanisms”; Rose, Our Psychi-
atric Future.

Bloch et al.,, “Long-Term Outcome”; Eisen et al., “Five-Year Course”; Hirsch-

tritt, Bloch, and Mathews, “Obsessive-Compulsive Disorder”; Skapinakis et al.,
“Systematic Review”; Skoog and Skoog, “40-Year Follow-Up”; Springer, Levy, and
Tolin, “Remission”; Stein et al., “Obsessive-Compulsive Disorder.” Authors of one
metanalysis wrote, “Remission rates in the modern era have not improved compared
with those reported in earlier studies . . . despite the wide availability of effective
treatments,” but more data are needed (Skapinakis et al., “Systematic Review;” 9).
Abramowitz, Taylor, and McKay, “Potentials and Limitations”; Skapinakis et al.,
“Systematic Review”; Uhre et al., “Systematic Review.”

Hauschildt and Dar, “On the Relevance,” 1.

International OCD Foundation, “Ineffective”

Schwartz and Beyette, Brain Lock.

Rachman, “Evolution”

Salkovskis and Kirk, “Obsessive-Compulsive Disorder,” 181-82.

Salkovskis and Kirk, “Obsessive-Compulsive Disorder”; Stein et al., “Obsessive-
Compulsive Disorder”
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Keleher, Jassi, and Krebs, “Clinician-Reported Barriers”

Clark, “Focus”; Rachman, “Evolution”; Wilhelm et al., “Mechanisms of Change.”
Abramowitz, Taylor, and McKay, “Potentials and Limitations,” 141.

Abramowitz, Taylor, and McKay, 142.

One issue of debate is whether people with OCD have cognitive deficits (like
dysfunctions in how they process certain types of information) or cognitive biases
(like having distorted beliefs about how dangerous certain things are) (Ouimet,
Ashbaugh, and Radomsky, “Hoping for More”).

Inference Based Approach, “What Is IBA? n.p.

O’Connor and Audet, “OCD Is Not a Phobia,” 45.

Clark, “Focus”; O’Connor and Audet, “OCD Is Not a Phobia”; Ong, “Dropout”;
Schneider et al., “Serious.”

Abramowitz et al., “New Directions”; Manjula and Sudhir, “New-Wave Behavioral
Therapies”

Manjula and Sudhir, “New-Wave Behavioral Therapies,” S105.

Hayes, Strosahl, and Wilson, Acceptance and Commitment Therapy.

Kelly, “Buddhist Psychology”; Olson, “Buddhism?”

Schwartz and Beyette, Brain Lock, XXxv.

Fennell, “Explorations”

Nanamoli and Bodhi, Middle Length Discourses, pt. 1.

Schwartz and Beyette, Brain Lock, 7.

Schwartz and Beyette, 7.

Franks, Neurosociology.

Hershfield and Corboy, Mindfulness Workbook.

Karci and Celik, “Nutritional and Herbal”; Sarris, Camfield, and Berk, “Comple-
mentary Medicine”

Balachander, Arumughan, and Srinivas, “Ablative Neurosurgery”; Kumar et al.,
“Comparative Effectiveness”; Mian et al., “Deep Brain Stimulation.”

Nuifiez, Zinbarg, and Mittal, “Efficacy and Mechanisms”

4. IS IT ME OR IS THERE A PROBLEM?

1
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One doctor said that Zelda had schizophrenia-like symptoms, but she thought he
misunderstood her symptoms.

Schur, Labeling Deviant Behavior.

Foa and Wilson, Stop Obsessing; personal communication with an OCD specialist.
Bury, “Sociology of Chronic Illness.”

Goffman, “Moral Career”

Goffman, 126.

Beard, Living with Alzheimer’.

Parsons, Social System.

Belloch et al., “To Seek Advice”

Albert et al., “Duration of Untreated Illness”; Belloch et al., “To Seek Advice”;
Jorm et al., “Increased Provision”; Levy et al., “Characteristics”; Marques et al.,
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“Barriers”; Rapoport, Boy Who Couldn’t Stop Washing; Schwartz et al.,
“Treatment-Seeking”; Subramaniam et al., “Prevalence, Correlates, Help-
Seeking”; Torres et al., “Treatment Seeking”; Wang et al., “Use of Mental Health
Services”

Belloch et al., “To Seek Advice”; Besiroglu, Cilli, and Askin, “Predictors”; Garcia-
Soriano et al., “Factors”; Goodwin et al., “Helpseeking”; Mayerovitch et al., “Treat-
ment Seeking”; Stengler et al., “Mental Health Treatment”; Williams and Jahn,
“Obsessive-Compulsive Disorder”

Goffman defined stigma as an undesirable gap between “virtual social identity”
and “actual social identity” (Stigma, 2). Building from these ideas, I am describing
a type of self-stigma linked to people’s perceptions of their thoughts/behaviors
(see Fennell and Liberato, “Learning to Live”).

American Psychiatric Association, DSM-3, 21.

Blumer, Symbolic Interactionism.

Watson, Golden Arches East.

Watson.

Williams, “Chronic Illness.”

Williams, 57.

Holstein and Gubrium, Self We Live By.

Fennell and Liberato, “Learning to Live”

Mead, Mind, Self and Society.

Holstein and Gubrium, Self We Live By, 29.

Karp, Speaking of Sadness.

Karp, 58.

Belloch et al., “To Seek Advice”; Thompson, Issakidis, and Hunt, “Delay”

For instance, see Suchman, “Stages of Illness.”

Berkman et al., “Family-Based Treatment.”

Farrell and Barrett, “Function of the Family;” 313.

Farrell and Barrett.

At various points in the illness experience, we can find people trying to “normal-
ize” what is happening. For instance, researchers have used the term “normaliza-
tion” to refer to aspects of living with an illness or disability, such as attempts to
maintain or regain a sense of the typical (e.g., Strauss Chronic Illness). The concept
of “normalization” was perhaps first used in the Danish human services context
to ensure the “mentally retarded” were granted the resources to achieve the same
life conditions as everyone else (Wolfensberger, Principle of Normalization). My
interviewees were describing something a bit different (i.e., perceiving what they
were thinking/doing as nonproblematic). Researchers have noticed this, and at
times referred to this as normalization, but I find it a bit confusing to use the
same terminology.

Cicourel, Cognitive Sociology; Garfinkel, “Studies of the Routine”; Heritage, Gar-
finkel and Ethnomethodology.

Boydell et al., “Youth”
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33 Frances, “DSMj5 in Distress.”

34 Fontenelle and Yiicel, “Clinical Staging”

35 Albert et al., “Duration of Untreated Illness”; Fontenelle and Yiicel, “Clinical
Staging”

36 Garcia-Soriano et al., “Factors”; Suchman, “Stages of Illness.”

37 Rapoport, Boy Who Couldn’t Stop Washing, 13.

38 We can understand this through Goffman’s theories on the presentation of
the self. In chapter 8, I explain this theory and provide a move comprehensive
depiction of the different ways people with OCD hid and revealed their thoughts/
behaviors.

39 American Psychiatric Association, DSM-5; Purdon et al., “Development”; Storch,
Geftken, and Murphy, Handbook of Child.

40 Nikodijevic et al., “Fear of Self”

41 Karp, in Speaking of Sadness, found that people with depression commonly
blamed external circumstances at first for ill feelings, while the people I inter-
viewed seemed to draw from more explanations, especially internal and psycho-
logical ones.

42 Jorm, “Mental Health Literacy”

43 For instance, see Picco et al., “Association.”

44 Simonds and Elliott, “OCD Patients,” 439.

45 Holstein and Gubrium, Self We Live By, 96.

5. STIGMA AND TRIVIALIZATION

1 Jutel, Putting a Name to It.

2 Fennell and Boyd, “Obsessive-Compulsive Disorder.”

3 Inabout 5.5 percent of cases, other people (such as friends) helped interviewees
perceive their thoughts/behaviors as OCD. One person told me they just knew
it was OCD. In 9.1 percent of cases, how they came to see themselves as having
OCD was unclear.

'

Wahl, “Obsessive-Compulsive”

Rapoport, Boy Who Couldn’t Stop Washing.

6 For instance, see Coles, Heimberg, and Weiss, “Public’s Knowledge”; Garcia-
Soriano and Roncero, “What Do Spanish Adolescents Think.”

7 Coles, Heimberg, and Weiss, “Public’s Knowledge”

8 Glazier et al., “High Rates”

9 Jenike, “Obsessive-Compulsive Disorder,” 259.

9]

10 Penzel, “‘But I Love My Kids . . ?”; Rachman, “Cognitive Theory of Obsessions.”
11 Glazier et al., “High Rates”

12 Glazier et al., 208.

13 Booth et al., “Obsessions.”

14 Challacombe and Wroe, “A Hidden Problem.”

15 Conrad, “Medicalization and Social Control”; Jutel, Putting a Name to It.

16 Liegghio, “Too Young to Be Mad”
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Pattyn et al., “Medicalizing versus Psychologizing”

Barker, Fibromyalgia Story, 11.

Barker, “Social Construction.”

Dumit, Drugs for Life, chap. 2.

Conrad and Potter, “Expansion of Medical Categories.”

Barker, “Social Construction,” 152.

Beard, Living with Alzheimer’s; Jutel, Putting a Name to It.

Guthman, Obesity, 25-26.

Parsons, Social System.

Barker, Fibromyalgia Story; Hilbert, “Acultural Dimensions”; Kroll-Smith and
Floyd, Bodies in Protest.

Jutel, Putting a Name to It, introduction.

Barker, Fibromyalgia Story, 65.

Jutel, Putting a Name to It.

Harrington, Cure Within.

Beard, Living with Alzheimer’.

Karp, Speaking of Sadness, 65.

Goftman, Stigma; Link and Phelan, “Labeling and Stigma.”

Goftman, Stigma, 2.

Link and Phelan, “Labeling and Stigma.”

Link, Phelan, and Sullivan, “Mental and Physical”

Hinshaw and Cicchetti, “Stigma?”

Baldwin and Marcus, “Labor Market”; Corker et al., “Viewpoint Survey”; Elraz,
“Identity”; Hipes et al., “Stigma”; Pescosolido, “Public Stigma”; Thornicroft,
Shunned.

Thoits, “Disentangling”

Corrigan and Rao, “Self-Stigma”; Marcussen, Gallagher, and Ritter, “Mental
Tllness”

For instance, see Schmelkin, “Hierarchy”; Tringo, “Hierarchy.”

Fennell and Boyd, “Obsessive-Compulsive Disorder.”

I performed this search in 2017. I engaged in a type of research called a content
analysis, where I filled out a “coding protocol” that had a list of elements I wanted
to document about each piece, including how they represented stigma and
trivialization.

Raiola, “Why You Need to Stop”

Singh, “Disorder of Anger and Aggression.”

Grayson, Freedom, chap. 1.

Riisch, Angermeyer, and Corrigan, “Mental Illness Stigma.”

Gergel, “Too Similar, Too Different,” 148.

Warman, Phalen, and Martin, “Impact”

The study was approved by the institution’s institutional review board, and par-
ticipants provided informed consent. Students completed the survey online, and
any participants who started but did not complete the majority of the survey were
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omitted. Where possible, vignettes were drawn from other studies to facilitate
comparisons. The vignette about inadvertent harm depicted someone with wor-
ries about something bad or harmful happening and who engaged in checking
behaviors (modified from Koutoufa and Furnham, “Mental Health Literacy”),
e.g., worries about the stove being turned off. Sexual orientation depicted some-
one in a heterosexual relationship who wondered if they were gay, and who tried
to assess their sexual arousal when in the presence of the same sex (taken from
Glazier et al., “High Rates”). Blasphemy depicted someone who was concerned
about people saying negative comments about God or other spiritual entities;
therefore, they prayed repeatedly to feel safe from harm (modified from Glazier et
al., “High Rates” to be open to multiple faiths). Contamination depicted someone
concerned about dirt and germs to the point that they avoided touching contami-
nated objects and washed their hands (modified from Glazier et al. “High Rates”
to include how someone with OCD can feel that people who touch contaminated
objects become contaminated). This was done to make the scenario more equiva-
lent to the other vignettes which depicted symptoms that had impacts on the lives
of those around people with OCD. Order/symmetry depicted someone concerned
with symmetry and exactness and magical thinking, to the point where they felt
uneasy if their family moved things in the house and therefore later adjusted
them; this vignette was created based on the Yale-Brown Obsessive-Compulsive
Scale-Symptom Checklist (Goodman et al., “Yale-Brown”) and examples from
Grayson’s Freedom from Obsessive-Compulsive Disorder. The vignette about harm
OCD depicted taboo thoughts about physical aggression/harm, i.e., someone
who feared harming a woman at the subway station and visualized the situation
to make sure they did not cause harm (taken from Glazier et al., “High Rates”).
Child sexual depicted someone with “pedophilia OCD” or someone who had
thoughts about touching their nieces/nephews in a sexually inappropriate manner
and began to avoid contact with them (taken from Glazier et al., “High Rates”).
Relationship depicted “relationship OCD,” where someone noticed an attrac-

tive person at the store and began to worry if that meant they did not love their
partner; they began to assess their attraction to their significant other and confess
their doubts to their partner. This was created based on examples from the OCD
Center of Los Angeles (“ROCD”). Vignettes depicted someone who was twenty-
one years old (to be college-age, akin to the respondents), and who was generi-
cally referred to as Person A (Person B, and so on), to avoid gender bias. The
vignettes and questions about social distance and accommodation were the same
in every survey, but some students were asked additional questions (e.g., for more
in-depth information).

51 Note that many participants expressed some uncertainty. I grouped their free-
form answers into categories. If they mentioned general terms such as “anxiety”
or “anxiety disorder” (even if they were not completely sure of their answers),

I called that anxiety. If they mentioned the name of another mental disorder or
illness (including a specific anxiety disorder like GAD), generally spoke of the
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person having an illness/disorder/disability of some kind, or wrote down a term/
symptom commonly associated with an illness/disorder/disability (even if they
expressed uncertainty)—I categorized this as other type of illness/disorder/dis-
ability. If they indicated that the person did not have an illness/disorder/disability,
I marked none; some people seemed to be using the term “stress” to downplay
the content of the vignette, or they used other terminology that did not appear to
signify an illness/disorder disability (e.g. “homosexuality,” “highly religious”), so I
also marked this as none. If the only thing they said was that they were unsure, or
they wrote down terms that I was not sure how to categorize (e.g., “bad person,”
“suicide,” “identity crisis”), I labeled this don’t know/unclear response. If people
marked down two illnesses/disorders/disabilities and one was OCD, I counted
this in the OCD category; I did the same for anxiety. If they said “none” or similar
wording, while also mentioning the possibility of an illness/disorder/disability,

I categorized this as don’t know/unclear response. I reported some of my initial
results previously in Fennell, “If Youre ‘So OCD.”

52 For that vignette, the table shows 45.8 percent of respondents marked no illness/
disorder/disability. More specifically, 35.7 percent indicated none. A few respon-
dents indicated the person was not heterosexual (e.g., gay); a number of others
mentioned that the person could be confused or disoriented regarding their
sexuality, but it was not always clear if respondents were arguing this confusion
reached the level of an illness/disorder/disability.

53 OCD Center of Los Angeles, “Harm OCD.

54 To assess significance, I used the nonparametric Friedman test (see the last col-
umn of table 5.4). Results showed that people’s willingness to interact with people
with OCD did vary by vignette (or form of OCD); people’s support for accommo-
dations also varied by vignette. To assess which forms affected people’s responses
specifically, I used SPSS to calculate pairwise multiple comparisons using the
Dunn-Bonferroni test. Listwise deletion for missing data was used. More specifi-
cally, there were significant differences in support for accommodations when I
compared answers about obsessions dealing with inadvertent harm to all other
types of OCD. This was also true between obsessions about causing harm and
all other types of OCD. Additional significant differences were detected; please
contact the author for more information.

55 Results from post hoc analyses showed that the most salient differences were
related to thoughts of harm and pedophilia. Students wanted increased distance
from people with these forms of OCD compared with other types of OCD. Mean-
while, differences in willingness to interact with people with the other concerns
were sometimes, but not always, significantly different.

56 Pachankis et al., “Burden”

6. COPING AND TREATMENT

1 Itis tricky to assess the rates at which people with OCD improve over the long
term and achieve remission. Studies measure remission in various ways; research-
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ers monitor groups of people with OCD over different time periods (from a
couple years to forty years), and samples can include people who participated in
various forms of treatment.
2 Balachander, Arumughan, and Srinivas, “Ablative Neurosurgery;’; Bloch et al.,
“Long-Term Outcome”; Eisen et al., “Five-Year Course”; Hirschtritt, Bloch, and
Mathews, “Obsessive-Compulsive Disorder”; Kotapati et al., “Effectiveness”;
Skapinakis et al., “Systematic Review”; Skoog and Skoog, “40-Year Follow-Up”;
Springer, Levy, and Tolin, “Remission.” For instance, in one long-term study of
a sample of people with OCD in the United States who took SRI medications,
49 percent still faced clinically significant symptoms (Bloch et al., “Long-Term
Outcome”).
Balachander, Arumughan, and Srinivas, “Ablative Neurosurgery;” S77.
Barker, Fibromyalgia Story; Karp, Speaking of Sadness.
Karp, Is It Me, 62.
Albert et al., “Duration of Untreated Illness”; Torres et al., “Treatment Seeking”
Jorm et al., “Increased Provision.”
Shapiro, Understanding OCD, chap. 9.

O 0 NNV W

Parsons, Social System.

10 Mick's OCD started when he was a child, and even then, he wanted to protect
his compulsions. MicK’s mother took him to a psychiatrist and psychologist, but
he confessed that “my mom and I had different ideas about the purpose of these
visits. She wanted my compulsions brought to heel, reduced, so I'd seem less weird
to casual observers and, more importantly, be less burdened, more functional.

T was fiercely and stubbornly defensive about my compulsions, but wanted the
psychiatry to reduce my anxiety and obsessions, to help me better understand
and manage my psyche, and learn to control my thoughts. Consequently, the only
treatment I received in those years was psychotherapy. It is not generally effective
for OCD, but I would’ve refused treatment against compulsions.” As an adult,
Mick maintained the same view on compulsions.

11 Polimeni, Reiss, and Sareen, “Could Obsessive-Compulsive Disorder Have Origi-
nated,” 658.

12 Carey, “Marijuana and OCD.

13 Coping strategies can be defined as “constantly changing cognitive and behavioral
efforts to manage specific external and/or internal demands that are appraised as
taxing or exceeding the resources of the person” (Lazarus and Folkman, Stress,
Appraisal, and Coping, 141). In the chronic illness literature, Bury argued that we
should distinguish cognitive attempts that people make to deal with illness and
maintain a sense of who they are (which he labeled “coping”) from actions people
take in response to their illness (which he labeled “strategies”) (Bury, “Sociology
of Chronic Illness”). In the case of OCD, I did not find that these were clearly
separable.

14 Rachman and De Silva, Obsessive-Compulsive Disorder; Steketee, Pigott, and

Schemmel, Latest Assessment.
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Purdon and Clark, Overcoming Obsessive Thoughts, 71.

Purdon, “Empirical”; Wegner et al., “Paradoxical”

Williams and Jahn, “Obsessive-Compulsive Disorder.”

Karp, Is It Me; Karp, Speaking of Sadness.

Fennell, “If You're ‘So OCD’”; Karp, Is It Me; Karp, Speaking of Sadness.
Hirschtritt, Bloch, and Mathews, “Obsessive-Compulsive Disorder.”

Bury, “Sociology of Chronic Illness,” 460.

For Grayson, OCD is “both a learned and a biological disorder,” although he said
the biological aspect “is not always active” (Freedom, chap. 2). He advised readers
that medication is useful when the latter is active or else it can feel like you are
“trying to stop drinking while you are in a bar with all your drinking buddies”
(Freedom, chap. 4).

Karp, Is It Me; Karp, Speaking of Sadness.

Schwartz and Beyette, Brain Lock, 8.

Schwartz and Gladding, You Are Not, 73.

Their approach focuses on CBT and ACT but also includes expressive
therapies such as yoga, mindfulness, and art (see https://www.mcleanhospital
.org/).

For instance, see Bucarelli and Purdon, “Diary Study”; Salkovskis and Kobori,
“Reassuringly Calm”; Veale, “Psychopathology”

March and Benton, Talking Back, introduction.

For instance, see Bucarelli and Purdon, “Diary Study”; Rachman et al., “Remain
Neutral”; Salkovskis and Kobori, “Reassuringly Calm.

Rachman et al., “Remain Neutral,” 889.

Bucarelli and Purdon, “Diary Study”; Haciomeroglu, “Role of Reassurance”;
Rachman, “Cognitive Theory of Obsessions”; Rachman, “Cognitive Theory of
Compulsive Checking”; Rachman et al., “Remain Neutral”

Rachman, “Cognitive Theory of Compulsive Checking,” 629.

Rachman.

Boschen and Vuksanovic, “Deteriorating Memory Confidence”; Bucarelli and
Purdon, “Diary Study”; Ouellet-Courtois, Wilson, and O’Connor, “Cognitive
Confidence”; Radomsky and Alcolado, “Don’t Even?”

Van Dis and van den Hout, “Not Just Right Experiences,” 100.

OCD Center of Los Angeles, “HOCD/Gay OCD”

Veale, “Psychopathology;” 67.

Penzel, “‘But I Love My Kids .. ”

OCD Center of Los Angeles, “Imaginal Exposure.”

Cobb, “Understanding Scrupulosity,” 26.

Grayson, Freedom, chap. 6.

Grayson.

O’Connor and Audet, “OCD Is Not a Phobia.”

Rachman, Radomsky, and Shafran, “Safety Behaviour”

Bucarelli and Purdon, “Diary Study,” 214.
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“This occurs when the OCD sufferer starts to experience less anxiety in response
to their unwanted thoughts, and then begins to obsess that they are not anxious
enough about these thoughts” (OCD Center of Los Angeles, “Doubt”).

Charmaz, Good Days.

Remmerswaal, Batelaan, and van Balkom, “Relieving”

Stengler-Wenzke et al., “Coping Strategies”; Walseth et al., “Obsessive-Compulsive
Disorder’s Impact”

Shapiro, Understanding OCD, chap. 10.

Boeding et al., “Let Me Check”; Lebowitz, Panza, and Bloch, “Family Accommo-
dation”; Steketee and van Noppen, “Family Approaches.”

Francazio et al., “Parental Accommodation.”

Salkovskis and Kobori, “Reassuringly Calm.

Elements of expressed emotion can negatively affect those with OCD. Research
has shown that expressed emotion “assessed mainly via a combination of criticism
and emotional over-involvement” (Steketee and van Noppen, “Family Ap-
proaches,” 45) can negatively affect the treatment response of those with mental
disorders. For examples, see Peris et al., “Pediatric Obsessive”; Steketee and van
Noppen, “Family Approaches”

Angermeyer, Schulze, and Dietrich, “Courtesy Stigma”; Goftman, Stigma.

Wu et al., “Quality of Life”

7. THE POWER OF KNOWLEDGE

1

A U1 W

N

10
11
12
13
14
15

Barker, Fibromyalgia Story; Karp, Speaking of Sadness; Schneider and Conrad,
Having Epilepsy.

Bourdieu, “Forms of Capital”; Lamont and Lareau, “Cultural Capital”

Adler and Adler, Tender Cut.

Lewis, “DIY Selves,” 462.

Samerski, “Health Literacy;’ s.

Bury, “Researching Patient-Professional Interactions”; Weiss and Fitzpatrick,
“Challenges to Medicine”

Conrad, “Medicalization and Social Control”

Bury, “Researching Patient-Professional Interactions”; Pescosolido and Boyer,
“American Health Care”; Traynor, Boland, and Buus, “Professional Autonomy”;
Weiss and Fitzpatrick, “Challenges to Medicine”; Willis, “Introduction”; Winnick,
“From Quackery”; Ziebland, “Importance of Being Expert.”

Bellack and Drapalski, “Issues and Developments,” 156.

Williams and Jahn, “Obsessive-Compulsive Disorder.

Adler and Adler, Tender Cut.

Dumit, Drugs for Life.

Linardon et al., “Efficacy of App-Supported,” 325.

Linardon et al., 325.

How do these other forms of capital relate to economics? To quote Bourdieu, “It
has to be posited simultaneously that economic capital is at the root of all the
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other types of capital and that these transformed, disguised forms of economic
capital, never entirely reducible to that definition, produce their most specific
effects only to the extent that they conceal (not least from their possessors) the
fact that economic capital is at their root, in other words—but only in the last
analysis—at the root of their effects” (Bourdieu, “Forms of Capital,” 252).
Cockerham, Sociology of Mental Disorder, 149.

Verlinde et al., “Social Gradient”

Verlinde et al.

Ong et al., “Doctor-Patient Communication”; Schneider and Conrad, Having
Epilepsy.

Bourdieu, “Forms of Capital”’; Bourdieu and Wacquant, Invitation.

Bourdieu used the term “fields” (see Bourdieu and Wacquant, Invitation).
Lamont and Lareau explaining Bourdieu, “Cultural Capital,” 154.

Abel, “Cultural Capital,” n.p.

Grineski, “Parental Accounts”; Shim, “Cultural Health Capital” Cultural capital

(a concept developed by Bourdieu and Passeron) has been defined in different ways
(see Lamont and Lareau, “Cultural Capital”). It includes educational qualifications
or credentials that are institutionalized in society. People can have cultural capital in
themselves as well, e.g., an ability to speak a particular language. Cultural capital can
also exist in the form of objects like books and instruments, but of course for these
to be used successfully one must have personal knowledge of how to use/read them
or have access to others with this ability (see Bourdieu, “Forms of Capital”).
Grineski, “Parental Accounts.”

Parsons, Social System; Siu, “Seeing”

Timothy’s Law improved coverage for mental illness in New York State.

Kirsch, Wampold, and Kelley, “Controlling,” 127.

Beard, Living with Alzheimer’s; Kirsch, Wampold, and Kelley, “Controlling”; Mo-
erman and Jonas, “Deconstructing”; Ong et al., “Doctor-Patient Communication”;
Zion and Crum, “Mindsets Matter.”

Moerman and Jonas, “Deconstructing,” 473.

Karp, Is It Me.

Parsons, Social System.

MacDonald, Sohn, and Ellis, “Privacy”

Kusalaruk, Saipanish, and Hiranyatheb, “Attitudes.”

Steinberg and Wetterneck, “OCD Taboo”

Olbrich, Stengler, and Olbrich, “Smartphone.”

Luu et al,, “Internet-Based”; Mataix-Cols and Marks, “Self-Help.”

Whittal and McLean, “CBT for OCD”

Grayson, “Series Response,” 416-17.

Rosmarin, Pirutinsky, and Siev, “Recognition of Scrupulosity.”

Conrad, Bandini, and Vasquez, “Illness and the Internet.”

Adler and Adler, Tender Cut.

Bourdieu and Wacquant, Invitation, 119.
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Ferlander, “Importance.”
Meier and Schifer, “Positive Side.”
Adler and Adler, Tender Cut; Beard, Living with Alzheimer5.

8. LIFE GOES ON
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Brown, Huszar, and Chapman, “ ‘Betwixt and Between’’
Fennell and Liberato, “Learning to Live.

Dumit, Drugs for Life.

Steketee and van Noppen, “Family Approaches”
Steketee and van Noppen, 44.

Steketee and van Noppen.

Steketee and van Noppen.

Nikodijevic et al., “Fear of Self”; Shapiro, Understanding OCD.

In Stigma, Goffman talked about hidden failings or flaws.

Hochschild, Managed Heart.

Goftman, Stigma.

Goftman; Hochschild, Managed Heart.

Brohan et al.,, “Development.”

Brooks, “Social Performance,” 258.

Goftman, Stigma, chap. 2.

Interviewees generally did not frame their interactions as hiding their “true”
selves while presenting a fake self. However, in a different study, some people
portrayed a mental distance between themselves and romantic partners
because they “did not reveal a genuine version of themselves” (Walseth et al.,
“Obsessive-Compulsive Disorder’s Impact,” 205).

Fennell and Liberato, “Learning to Live”

There is some evidence that being secretive, overcompensating, and trying to
disprove stereotypes can have negative effects on self-esteem (Ilic et al., “Protect-
ing Self-Esteem”).

Heritage, Garfinkel and Ethnomethodology.

In another study, some people with OCD found this humiliating (Walseth et al.,
“Obsessive-Compulsive Disorder’s Impact”).

Charmaz, Good Days.

Fennell, “If Youre ‘So OCD.”

Fennell.

Goftman, Presentation of Self.

For instance, see Chaudoir, Earnshaw, and Andel, “ ‘Discredited.”
Ramos-Cerqueira et al., “Emotional Burden”

This has been mentioned in other research; for example, see Steketee and van
Noppen, “Family Approaches”

Keyes, Nolte, and Williams, “Battle”

Thornicroft, Shunned.

Shapiro, Understanding OCD, chap. 1.
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Fleischer and Zames, Disability Rights, xix.

Barnes, “Understanding”; Fleischer and Zames, Disability Rights.

Union of the Physically Impaired Against Segregation and Disability Alliance,
Fundamental Principles, 3—4.

Barnes, “Understanding”; Thomas, “Medical Sociology”; Union of the Physically
Impaired Against Segregation and Disability Alliance, Fundamental Principles.
People can have impairments that are mental, physical, or intellectual, and these
can overlap. Those with disabilities are not a small and isolated group. In the
United States alone, millions of people are disabled; more than 25 percent of
people had a disability in 2014 (Taylor, Americans with Disabilities).

Beresford, “Psychiatric”; Campbell and Rose, “Action for Change”; Mulvany,
“Disability” For instance, the United States has been divided at times by those
who want to modify the current system versus those who seek alternatives. The
disability movement has also been in tension with medical sociology, the latter
being more reductionistic and medico-centric. Disability studies has placed more
emphasis on social oppression, social structure, interpersonal consequences, and
the agency of those who are disabled (Ostrow and Adams, “Recovery”; Thomas,
“Medical Sociology”).

Beresford, “Psychiatric,” 152.

Myrick, Major, and Jankowski, “Sources.”

Gordon and Rosenblum, “Bringing Disability;” 16.

Graby, “Neurodiversity,” 234.

Rose, “Mainstreaming”

CONCLUSION
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11
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Beard, Living with Alzheimers.

Green, End of Stigma.

Link and Phelan, “Labeling and Stigma.”

Pavelko and Myrick, “Measuring Trivialization.”

Myrick and Pavelko, “Examining Differences,” 876.

Corrigan and Fong, “Competing”; Schomerus, Matschinger, and Angermeyer,
“Continuum Beliefs”; Wong et al., “Effects”

Time to Change.

For instance, see Schomerus, Matschinger, and Angermeyer, “Continuum Beliefs”
Buchman et al., “Neurobiological Narratives.”

Karp, Is It Me, 211-12.

Pescosolido et al., “ ‘Backbone,” 857.

Pescosolido et al.; Buchman et al., “Neurobiological Narratives”; Kvaale, Gottdie-
ner, and Haslam, “Biogenetic Explanations”; Loughman and Haslam, “Neurosci-
entific Explanations.”

Makowski et al., “Continuum Beliefs”; Peter et al., “Continuum Beliefs”;
Schomerus, Matschinger, and Angermeyer, “Continuum Beliefs”; Subramaniam
et al., “Continuum”; Thibodeau, Shanks, and Smith, “Continuum.”
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Schomerus, Matschinger, and Angermeyer, “Continuum Beliefs,” 665.
Thibodeau, Shanks, and Smith, “Continuum.”

Corrigan and Fong, “Competing,” 115.

Cole and Warman, “Examination of Continuum”; Fontenelle and Yiicel, “Clinical
Staging”

Cole and Warman, “Examination of Continuum,” n.p.

Carter et al., “Downsides.”

Adam et al., “Obsessive-Compulsive Disorder”

Fontenelle and Yiicel, “Clinical Staging”

Beck, Risk Society; Furedi, Culture of Fear; Giddens, Modernity and Self-Identity;
Lupton, “Sociology and Risk”; Mythen and Walklate, “Introduction.”

Beck, Risk Society.

Giddens, Modernity and Self-Identity, chap. 2.

Wilkinson, Anxiety, 3.

Giddens, Modernity and Self-Identity, introduction.

Giddens, chap. 6.

Some authors like Giddens have theorized that there are partitions within
modernity, such as his discussion of “high modernity” (Modernity and Self-
Identity). Others “claim that in the contemporary high tech media society, emer-
gent processes of change and transformation are producing a new postmodern
society” (Best and Kellner, Postmodern Theory, 3).

Beck, Risk Society.

Pollan, Omnivore’s Dilemma.

Giddens, Modernity and Self-Identity.

Baxter et al., “Challenging”; Booth, Sharma, and Leader, “Age of Anxiety”; Schiir-
mann and Margraf, “Age of Anxiety”

Furedi, Culture of Fear; Giddens, Modernity and Self-Identity.

Lupton, “Sociology and Risk;” 12.

Dumit, Drugs for Life; Foucault, “About the Beginning”; Lupton, “Digitized”;
Johnson, “Managing”; Petersen, “Risk”

Rose, Politics, chap. 1.

Dumit, Drugs for Life; Rose, Politics.

Dumit, Drugs for Life, introduction.

Dumit.

Dumit, chap. 6.

Giddens, Modernity and Self-Identity.

Furedi, Culture of Fear.

Furedi; Isin, “Neurotic Citizen”; Zedner, “Too Much Security”

Isin, “Neurotic Citizen,” 217.

Garfinkel, “Studies of the Routine”; Heritage, Garfinkel and Ethnomethodology.
Giddens, Modernity and Self-Identity.

Green, End of Stigma, 4.

Cullen et al., “Effectiveness.”
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49 Wong, “What Companies.”

50 Johnson and Johnson, “Employee Resource Groups”

51 National Institute of Mental Health, “Statistics.”

52 Almog, “‘Everyone Is Normal;” 222. This is different from privileging those with-
out impairments (i.e., ableism).

53 Grimes et al., “Non-disclosing Students.”

54 Burgstahler, Universal Design; McGuire and Scott, “Universal”’; Meyer, Rose, and
Gordon, Universal Design for Learning.

55 Rathbun-Grubb, “Lived Experience”

56 Golden and Eddleston, “Price Telecommuters.”

57 American Heart Association, Mental Health.

58 Karp, Speaking of Sadness, 187.

59 Karp.

60 Martin and McLellan, Education of Selves, 177.

61 Martin and McLellan, 178.

62 Martin and McLellan, 190.

63 Ilic et al., “Protecting Self-Esteem.”
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and, 123; treatment and, 20, 131-43

Corboy, Tom, 64

counting or numerical symptoms, 4, 26,
48, 53, 69-70, 77, 145, 154, 174

COVID-19, 17-18, 29, 198-99, 205

CT. See cognitive therapy

cultural capital, 148-50, 230n24

cultural neuroscience, 32

culture: of fear, 201; myths and, 29; OCD
and, 13, 29, 32-35, 76—77; treatment
and, 13, 34-35, 37. See also public per-
ceptions; social norms of health and
illness, construction of

cyberpsychology, 160-61

daily grind, 19-20
Davis, Lennard J., 34, 37
DBS. See deep brain stimulation
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deceptive brain messages, 130

deep brain stimulation (DBS), 64-65

depression: community as medicine for,
205-6; diagnosed with, 1-2, 10, 14, 25,
43-44, 47, 49-50, 52, 57, 71, 77, 82,
86-89, 99-100, 105, 124, 128, 150-51,
156, 158, 168—69; illness career, 12-13,
78, 102; Karp on, 12-13; media repre-
sentations of, 94; treatment of, 19, 60,
64, 119, 127, 153

diagnosis, 7, 35-36, 72-73, 76; below
threshold for, s, 21, 30, 80, 197-98,
204; double-edged sword of, 19,
96-102, 192; of mental disorder,
73-76; of OCD as part of illness
career, 90-96; overdiagnosis, 80;
perspectives before and after, 99-100;
self-, 14, 19, 54, 86, 93-95, 97-98, 101,
156, 212n27; sociology of, 35-36, 90;
stigma and, 102-3, 192. See also label-
ing; misdiagnosis

Diagnostic and Statistical Manual of
Mental Disorders (DSM), 9, 29, 34, 52

diagnostic capital, 101

diagnostic criteria, 3-5, 26-38

disability, 163-64, 204; medical model
of, 186-88; environment and, 186-88;
mental disorder as, 187, 232n35; rights
movement, 166, 186-88, 232n36; social
model of, 186-88

disablism, 187

disadvantaged groups, 147, 165-66, 182-89

disclosing, 79, 96, 126, 172—78; flexible
institutions and, 21, 204-6; over time,
175; prevention of stigma by, 174;

discrimination, 15, 104-5, 181-82, 184

doctor-patient relationships, 97, 133, 139,
147-57, 187, 193; boundaries of, 153;
compliance and, 129, 156; empathy
and, 138, 153; terminology, 14

doctor-shopping, 150

Dostoyevsky, Fyodor, 58

double-consciousness, 217n2
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doubt, 4, 33, 43, 59, 63, 132; doubting dis-
ease, 92; in contemporary society, 200

DSM. See Diagnostic and Statistical
Manual of Mental Disorders

DuBois, W. E. B., 217n2

Dumit, Joseph, 60, 97

dysthymic disorder, 125

eating disorder, 21, 77, 86

effectiveness, of CAM, 64; of CBT, 61, 63,
131-32; of psychoanalysis, 37, 58-59;
of medication, 31, 60-61, 127-29, 152,
227n2

Effexor (venlafaxine), 125

ego-dystonicity in OCD, 55-56, 184

electro-shock therapy, 64-65

Elliot, Sandra A., 88

emotional abuse, 180-81

empathy, 7, 13, 17-18, 39, 197; confidants
and, 138; continuum beliefs and, 18;
doctor-patient relationships and, 138,
153; mental health literacy and, 115;
without reassurance, 138

empowering: CAM as, 126; CBT as, 129;
through understanding, 3

enabling, 140, 154, 180

environment, 32, 62, 97, 211n12; disability
and 186-88; sick role and, 98, 101;
treatment outcomes and, 31, 152; uni-
versal design and, 204-5

epigenetics, 32

ERP. See exposure and response prevention

evolutionary adaption, OCD as, 122

existential content, symptoms with, 41,
44,57

exposure and response prevention (ERP),
62-63, 120, 133-36, 151; anxiety and, 117,
133; teletherapy, 155. See also cognitive
behavior therapy

false memory OCD, 135
family, 66, 79-80, 136-43, 178-81, 185; ill-
ness career and, 79-80, 137-43, 179-80,

185; treatment and, 20, 66, 80, 136—43,
179-80. See also confidants

FDA. See Food and Drug Administra-
tion

fear: culture of, 201; of stigma, 8, 73-74,
83, 90, 101, 126-27, 141, 178. See also
symptoms: fear of harm

flexibility: of institutions, 21, 166, 203-6;
of the internet, 157-59

fluoxetine (Prozac), 60, 128

fluvoxamine (Luvox), 60

Food and Drug Administration (FDA),
60, 66

Frances, Allen, 8o

Frank, Arthur, 7

Freud, Sigmund, 37, 58-59

Friedman test, 226ns54

friends. See confidants

frustration, 140, 181

functioning, 4-5, 30-31, 83, 139, 170-72,
198; diagnostic criteria and, 3, 34,
76

Furedi, Frank, 201

gay OCD. See symptoms: involving sexual
thoughts

generalized anxiety disorder (GAD), 86,
105, 128, 225n51

Gergel, Tania Louise, 109

germaphobia, 111, 112

Giddens, Anthony, 199, 201, 202,
233n28

Glading, Rebecca, 130

Goftman, Erving, 72,103, 172, 177; on
stigma, 103-4, 173, 222112, 23119

Got You Covered (Jang), 207

Grayson, Jonathan, 39, 43, 108, 134-35,
155-56, 218n8, 228n22

Green, Gill, 203

group identity, 182-89

Gubrium, Jaber E, 77, 86, 89

guilt, 41, 83, 99, 166, 172, 185

Guthman, Julie, 98
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hair cutting and shaving, symptoms, 51

harm: fear of, symptoms, 1, 3, 17, 28, 30, 35,
41-43, 45-46, 48, 73, 82, 84-85, 95, 109,
111-15, 117-18, 131-32, 134, 136, 202-3,
224150, 225150, 226155, 226NN54-55;
self-, 28, 46

healthcare system. See access to help;
doctor-patient relationships; psychiat-
ric hospital; treatment

help-seeking: access to help, 20, 120,
147, 151, 155, 18283, 188, 204; age
of onset and, 79, 81-82; career
contingencies, 72-73; delays in, and
onset of symptoms, 79; doctor-
shopping, 150; influenced by media,
27; the internet and, 14448, 151, 154,
157-59; mental health literacy and,
93-96; non-, 9; perceiving oneself
as not having a problem and, 73-74,
77-81; social networks and, 79-80,
88, 144-48, 159-62; stage in illness
career, 19-20. See also barriers to
help-seeking

Hershfield, Jon, 64

heterogeneity, of OCD, 41-43, 51-53

hidden disorder, 14, 38-39

hiding: concealing and, 40-41, 83, 172-78,
231n16; in plain sight, 173-74. See also
inner world

Hillam, Hannabh, 54, 168

historical context: OCD in, 35-38, 198-203;
treatment in, 58-66

hit-and-run OCD, 48

hoarding disorder: classification of, 9-10;
media representations of, 26

hoarding symptoms, 9-10, 35, 77-78, 81,
122, 158, 173, 212n27, 218n8

Hodgson, Ray J., 37

Holstein, James A., 77, 86, 89

homosexual OCD. See symptoms: involv-
ing sexual thoughts

Honneth, Axel, 178

hospitalization. See psychiatric hospital
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humor, 3, 26-27, 107, 153, 169; coping and,
206; social support and, 179; stereo-
types and, 194; trivialization and, 27.
See also joke

Huppert, Jonathan D., 59

Hyman, Bruce, 136

IBA. See inference-based approach

IBT. See inference-based therapy

ICD. See International Statistical Classifi-
cation of Diseases and Related Health
Problems

identity: -based movement, 185-86; chro-
nicity and, 166-70; labeling and, 166,
185-89. See also the self

illness career: confidants and, 136-43;
defined, 12-14, 72-74; depression and,
12-13, 78, 102; description of stages in
OCD, 69-71; diagnosis of OCD as part
of, 90-96; family and, 79-80, 137-43,
179-80, 185; help-seeking stage in, 19-20;
problem recognition stage in, 69-89

illness metaphor, 1-2, 19-20, 53-56, 11920,
122, 126, 164-65, 167

imaginal exposure script, 134-35

imperfection, feelings of, 50-51

impression management, 172-73, 177

individualism, 205-6

inference-based approach (IBA), 33, 62-63

inference-based therapy (IBT), 62-63

inner world vs. outer, 39-41, 78, 141, 170-71,
173-74, 183-84. See also hiding

insight, and OCD, 4, 55-56, 84-85

interactional strategies, 17278

International OCD Foundation, 58, 106,
188

International Statistical Classification of
Diseases and Related Health Problems
(ICD), 29

the internet: exacerbating OCD, 149;
flexibility of, 157-59; help-seeking and,
144-48, 151, 154, 157-59; stigma mini-
mized by, use of, 158-62
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interviews, 8

intrusive thoughts, 3, 17, 29-33, 42, 62;
continuum beliefs and, 197; the self
and, 84

Isin, Engin F, 201

JangandFox, 142, 207

Jenike, Michael A., 38

joke: insult vs., 206; about OCD, 3, 27,
102-3, 106-8, 195; OCD is not a, 29;
shared, 3, 143, 206; as strategy to avoid
stigma, 174, 177. See also humor

Jonas, Wayne B., 152

journals, 8, 57, 117-120, 123

Jutel, Annmarie Goldstein, 35, 101, 213n30

Karp, David A., 10, 102, 119, 127, 130, 153,
205, 223n41; on illness career, 12-13

Kirsch, Irving, 152

knowledge: hierarchy, 111-12; lack of, as
barrier to help-seeking, 73-74. See also
capital; mental health literacy

Kramer, Peter D, 30, 60

labeling, 10-11, 35-36, 198; in disclosure
decisions, 172—78; flexible institu-
tions and, 204-6; identity and, 21,
53, 166, 185-89; oneself, as having a
problem, 69-89; as OCD, 90-102;
retrospective, 71; self-, 14, 19, 97-98;
within theories of stigma, 194-95;
thoughts/behaviors vs., 35-36.
See also diagnosis; illness metaphor;
interactional strategies

laziness, misunderstanding OCD as, 69,
71, 101, 107, 165

Lewis, Tania, 146

Liberate (app), 154

Link, Bruce G., 104, 194

lived experience, of illness, 6-7

love, 103, 137, 140, 178-179

Lupton, Deborah, 200

Luvox (fluvoxamine), 60

magical thinking, 4, 48, 56, 70, 84-85,
225150

MAOQIs. See monoamine oxidase inhibi-
tors

March, John, 53

Martin, Jack, 206

Maudlin, Melissa, 205

McGrath, Patrick, 139, 155, 196

McLean Hospital, 18, 38, 131, 228n26

McLellan, Ann-Marie, 206

Mead, George Herbert, 77, 206

meaning, assigned to initial thoughts/
behaviors, 84-88

media: doctor-patient boundaries on
social, 153; help-seeking influenced by,
27; representations and stigma, 27-29;
representations of mental illness, 27,
104, 153, 187; representations of OCD,
3,16-17, 25-29, 90-93-94, 106-7,
154-55, 159; used to deliver medical/
psychological information or treat-
ment, 148, 15455

medical dominance, 13-14, 146-47

medicalization, 10, 96-98, 146-47; of
anxiety, 98; challenges to, 147, 187; im-
pact of, 98-102, 120, 127, 192; of OCD,
13-14, 30, 37-38, 159, 161-62; stigma
and, 13, 19, 95-96, 102, 153

medical model of disability, social model
vs., 186-88

medication, 59-61, 126-30, 228n22; ef-
fectiveness of, 31, 60-61, 127-29, 152,
227n2; pregnancy and, 169; research,
220n22; sense of self impacted by,
127-28; side effects of, 128-29

melancholia, 37, 201

memes, 3, 26-27, 206

mental disorders: public perceptions of,
103, 105, 196; stereotypes of, 15; stigma
of, 102-5

mental health: service users’ or survivor
movement, 187; in workplace, 18, 172,
204, 205
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mental health literacy, 86; empathy and,
115; help-seeking and, 93-96; impact
of, 109-16; trivialization and, 93,
109-16, 195-98

mental illness: biologisation of, 31-32,
37, 60-61, 75-76, 196; media repre-
sentations of, 27, 104, 153, 187. See also
continuum beliefs

metaphor. See illness metaphor

methodology, 8-12, 107, 109, 111, 161,
212NN23-27, 214Nn61-62, 224NN43,
224NN50-52, 224NN54-55

microaggression, 16, 195

mindfulness, 64; as part of coping and
treatment, 63-64, 123, 125-26, 131, 198,
228n26; for stress, 198

minority groups. See disadvantaged
groups

minority of one, 184

misdiagnosis, 14, 73-74, 95-96

modernity, 37 199. See also society: mod-
ern and postmodern

Moerman, Daniel E., 152

monoamine oxidase inhibitors (MAOQOIs),
60

mood disorder, 14

morality OCD. See symptoms: religious/
spiritual/scrupulosity

movement: disability rights, 166,
186-88, 232n36; identity-based,
185-86; mental health service users’
or survivor, 187; neurodiversity, 189;
recovery, 147

musical symptoms, 41

Myrick, Jessica Gall, 27, 195

NAMI. See National Alliance on Mental
Tllness

National Alliance on Mental Illness
(NAMI), 106

National Center for Complementary and
Alternative Medicine (NCCAM),
63-64
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National Center for Complementary and
Integrative Health (NCCIH), 63-64

National Institute of Mental Health, 204

NCCAM. See National Center for Com-
plementary and Alternative Medicine

NCCIH. See National Center for Comple-
mentary and Integrative Health

neuroablation, 64-65

neurobiology, 61; OCD and, 31; stigma
and, 196

neurodiversity, 189

neuropsychiatry, 135

neuropsychology, 32

neuroscience, 38, 200, 205; cultural, 32

neurosurgical procedures, 64-65

neutralization, 29, 131-32

Nikaya, Majjhima, 64

NOCD (app), 150, 155

non-invasive brain stimulation, 64-65

normal: challenging the definition of, 203;
finding the, 80, 111, 222n30; disorder
VS., 63, 120-21, 128, 135-36, 164, 174,
203. See also social norms of health
and illness: construction of

normalization, 80, 222n30

not just right symptoms, 3, 50-51

obsession, diagnostic criteria of 3-5,
29-30. See also symptoms

obsessive-compulsive and related disor-
der, 9

obsessive-compulsive disorder (OCD), di-
agnostic criteria, 3-5, 26-38; subtypes,
30-31. See also specific topics

Obsessive-Compulsive Inventory-Revised,
212n27

obsessive-compulsive personality disorder
(OCPD), 50

OCD. See obsessive-compulsive disorder

OCD Action, 188

OCD specialist, treatment from, 61, 150-51,
155, 207

O’Connor, Julien, 218n8
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OCPD. See obsessive-compulsive person-
ality disorder

online forums and groups, 30, 138, 144-146,
158-62, 192; methodology utilizing, 8,
10, 214Nn62

ordering. See symptoms, symmetry

panic disorder, 4, 86

paroxetine (Paxil), 60

Parsons, Talcott, 73, 98, 153

past event (false memory OCD), 135

Pavelko, Rachelle L., 27, 195

Paxil (paroxetine), 60

pedophilia OCD, 15. See also symptoms:
involving sexual thoughts

Pedrick, Cherry, 136

Penzel, Fred, 3-4, 57, 13233

perfectionism, 119, 170, 177, 181-82, 185

pharmaceutical industry, 200-201, 220n22

Phelan, Jo C., 104, 194

physical abuse, 180-81

Pigott, Teresa, 59

placebo effect, in treatment, 31

Polimeni, Joseph, 122

Porter, Roy, 37

positive sides, of OCD, 77, 82, 88, 89, 120,
122, 131, 170 172

post-traumatic stress disorder (PTSD),
47-48, 128

pregnancy. See children

premenstrual dysphoric disorder, 169

pre-OCD stage: dynamics of, 88; mapping
the, 88-89

prevalence, of OCD, s, 30, 32, 34,
211NN11-12, 214156

problem recognition: family/confidants
and, 79-80; stage in illness career, 69-89

programs for OCD, specialized, 18, 116-18,
124-25, 131, 151, 15455, 228Nn26

Prozac (fluoxetine), 60, 128

psychiatric hospital, 9, 18, 38, 51, 72, 103,
117, 131, 181, 228n26. See also programs
for OCD, specialized

psychiatrization, 97-98, 106, 120, 161-62,
192

psychoanalysis, 37, 58-60

psychologization, 14, 30, 37, 97-98, 106,
120, 161-62; technology and, 148, 159

psychosis, 8o

PTSD. See post-traumatic stress disorder

public perceptions: interactional strate-
gies and, 176-77; of mental disorders,
103, 105, 196; of OCD, 3, 25-29, 73, 90,
94-95, 99, 1067, 109-16, 159

quality of life, research, 4-5, 139

race, and OCD, 73-74

Rachman, Stanley, 37, 132

Rapoport, Judith, 1, 34, 58, 83, 211n11

reassurance, 43, 57-58, 135-40, 143,
148-49, 162, 171

recognition, struggle for, 178

recovery: movement, 147; remission and,
118, 164, 170, 213Nn27, 220N24

Reiss, Jeftrey P, 122

relapse, 129, 164

relationship, OCD (ROCD), 225n50; strain
on, 180-81; symptoms involving, 3, 41,
4445, 109, 111-15, 134, 161, 174, 225150

religion: coping and, 1, 45, 123, 146,
164; distinguishing OCD from,
156-57; used as an explanation for
thoughts/behaviors, 19, 84, 85, 86,
157; religious/spiritual/scrupulos-
ity symptoms (including morality
OCD), 3, 30, 35-37, 40, 44, 47 57, 82,
109, 111-16, 134, 136, 140, 156—57, 181,
225050

remission, recovery and, 118, 164, 170,
213N27, 220124

repeating, 41, 81

responsibility, in OCD, 62, 132, 171-72,
184-86

revealing, 172-78; stereotypical, 175-76

reverse stigma, 15-16
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risk, in contemporary society, 14, 17-18,
21, 42, 97-98, 108, 148, 166, 199-203

risk society, 21, 199, 203

rituals. See symptoms

Rose, Nikolas, 32

safe zone, 165

Sareen, Jitender, 122

Schemmel, Todd, 59

schizophrenia, 4, 109, 137, 196, 201

Schmidt, Norman, 218n8

Schneider, Joseph W., 6

schools, misinterpretation of OCD in,
181-82

Schwartz, Jeftrey, 61, 64, 130, 218n8

scrupulosity (including religious/
spiritual symptoms and morality
OCD), 3, 30, 35-37, 40, 44, 47, 57 82,
109, 111-16, 134, 136, 140, 156-57, 181,
225150

selective serotonin reuptake inhibitors
(SSRIs), 60, 128-29

the self: efforts to separate OCD from
sense of, 53-55, 64, 90, 101, 128, 130,
134, 146, 161, 185; fears about, 41;
OCD impacting sense of, 46-47, 49,
53-55, 73, 81-82, 84, 87-88, 90-93,
105-6, 118-19, 125, 145, 164-65, 188,
193; in postmodern society, 42; treat-
ment and, 127-31

self-esteem: factors affecting, 2, 104-5,
231n18; humor linked to, 206

self-guided treatment, 20, 130, 146, 154

self-harm. See symptoms, involving
thoughts of self-harm or suicide

self-help: books, 7, 39, 126, 156; program,
145

self-injury, 144-45. See also symptoms:
involving thoughts of self-harm or
suicide

Self-Portrait (Hillam), 54

self-stigma, 15-16, 70-71, 74, 100, 104-5,
164-65, 179, 194, 222012

INDEX | 271

sensorimotor symptoms, 44-45

serotonin reuptake inhibitor (SRI), 60

sertraline (Zoloft), 60

SES. See socioeconomic status

sexual thoughts, symptoms involving,
15, 4142, 44-45, 50, 63, 81, 84, 91-92,
95, 109, 111-15, 132, 134, 138, 176,
225n50, 226N52, 226N55

Shapiro, Leslie J., 4, 133, 136, 139, 153,
211n7

sick role, 72, 98-101

Siev, Jedidiah, 59

Simonds, Laura M., 88

Smith, Stephen, 150, 155

social anxiety disorder, 54, 88

social capital, 159-62, 196

social identity, virtual vs actual, 103-4

social justice, 165-66, 188-89

social model, of disability, 186-88

social networks, help-seeking and,
79-80, 88, 144-48, 159-62. See also
confidants; family

social norms of health and illness:
construction of, 10-11, 15, 34-35,
74-76, 109, 111, 174, 189, 191-92, 203-5;
in problem recognition, 33, 46-47,
74-82, 88, 89. See also normal, find-
ing the

social support, 138-44, 178-81; group
identification and, 183-84; humor
and, 179; love and, 103, 137, 140, 178-79;
online, 158-62; student survey and,
113; support group, 8, 74-75, 158-62,
179, 183

society: modern and postmodern, 7, 42,
198-203, 233n28; risk, 21, 199, 203.
See also public perceptions

socioeconomic status (SES), 72-73,
148-49, 170

sociology, of diagnosis 35-36, 90; of
health and illness, 6-7, 10, 12-13,
7273, 75-76

somatoform disorder, 14
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spiritual symptoms (including religious/
scrupulosity and morality OCD), 3,
30, 35-37, 40, 44, 47, 57, 82, 109, 111-16,
134, 136, 140, 156-57, 181, 225N50

SPSS, 226n54

SRI. See serotonin reuptake inhibitor

SSRIs. See selective serotonin reuptake
inhibitors

Steketee, Gail, 59

stereotypes, 2, 15-16, 27-28, 86, 93-95, 103,
106-8, 105-106, 111, 159, 196; contin-
uum beliefs and, 197; humor and, 27,
102, 194; stigma grounded in, 1024,
194; trivialization grounded in, 195;
used to avoid stigma, 93, 176-77

stereotypical revealing, 175-76

stigma, 102-5, 173, 194-95; biologisation
of mental illness and, 196; challeng-
ing, 183, 187, 195-206; confidants and,
180-82; consciousness, 104; contact and
reducing, 196; continuum beliefs and,
17-18, 21, 195-98, 204; courtesy, 140—41;
diagnosis and, 102-3, 192; discredited
vs. discreditable, 173; experienced, 20,
81, 99, 164, 180-82; fear of, 8, 73-74, 83,
90, 101, 126-27, 141, 178; Goffman on,
103-4, 173, 222112, 231n9; grounded
in stereotypes, 102—4, 194; hierarchy,
15, 19, 105-6, 113-16, 141; interactional
strategies and, 173-78; media repre-
sentations and, 27-29; medicalization
and, 13, 19, 95-96, 102, 153; of mental
disorder, 102-5; mental health literacy
and, 93, 106-16; minimized by use of
the internet, 158—62; self-, 15-16, 69-71,
74, 100, 104-5, 164-65, 179, 194, 222N12;
tangled web of trivialization and, 14-17,
93, 106-9, 144, 193-98; and technology,
146, 154, 158—-60, 183

stress: coping and, 123; OCD exacerbated
by, 18, 32, 166, 198, 202, 205-6; mind-
fulness for, 198

student survey, 109-16

subthreshold symptoms, 4, 30, 80, 198

suicide, 4, 46, 71, 124. See also symptoms:
thoughts involving self-harm or
suicide

supernormals, 30

support group, 8, 74-75, 158-62, 179, 183

symbolic interaction, 11, 76-77, 206

symmetry (including ordering and ar-
ranging), symptoms 28, 30, 41, 43, 47,
77, 81,109, 111-17, 131, 138, 176, 188,
225150

symptoms: anxiety, 1, 3—4, 18, 33, 43, 45,
49, 62, 76, 99, 112, 117, 119, 123, 128,
131-34, 202, 205, 21818, 227n10; avoid-
ance, 1-2, 4, 18-19, 25, 41, 49—50, 52,
62, 91-92, 109, 131-32, 134-35, 173-74;
checking, 1-2, 4, 28, 30, 41-42, 44-45,
47-49, 62, 78, 81-82, 117-18, 131-32,
135, 138-39, 145-46, 177; confessing,
225n50; contamination (including
symptoms involving germs/illness/
health), 3, 15, 18, 28, 30, 33-34, 36-37,
40-42, 46-47, 49-50, 52, 81, 8485,
90-91, 95-96, 109, 111-15, 119, 131, 141,
149, 173, 179, 202, 225150; counting
or numerical, 4, 26, 48, 53, 6970, 77,
145, 154, 174; delays in help-seeking
and onset of, 79; with existential
content, 41, 44, 57; fear of harm, 1, 3,
17, 28, 30, 35, 41-43, 45-46, 48, 73, 82,
84-85, 95, 109, 111-15, 117-18, 131-32,
134, 136, 2023, 225N50, 226NN54-55;
hair cutting and shaving, 51; hoard-
ing, 9-10, 35, 77-78, 81, 122, 158, 173,
212127, 218n8; magical thinking, 4,
48, 56, 70, 84-85, 225n50; musical, 41;
neutralizing, 29, 131-32; about not be-
ing anxious enough (backdoor spike),
136, 229146; not just right, 3, 50-51;
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