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Obsessive compulsive disorder (OCD) is a common and often chronic and debilitating
disorder. Up to 240 million people in the world suffer from OCD at some point in their
lives.  Fortunately, effective, evidence-based treatments are available* to help diminish
OCD symptoms, greatly reduce suffering, and potentially achieve full relief. People with
OCD can thrive if they receive timely and appropriate treatment; however, access remains
elusive for many. Research validates what is already known anecdotally — only a tiny
fraction of individuals living with OCD ever receive an accurate diagnosis and effective
treatment.  The needless suffering of millions of people continues because of a lack of
both awareness about OCD and clinicians adequately trained to diagnose and treat it
properly. Stigma, shame, lack of health insurance coverage, and high costs are also
significant barriers to care.

1,2,3

4,5,6

7,8

In this debut white paper, the International OCD Foundation (IOCDF) focuses on the
landscape of diagnosis and treatment of OCD in the United States. The objective was to
investigate the estimated percentage of people in the U.S. who have been diagnosed with
OCD, their demographics, and how many of them have received the recommended,
evidence-based treatments for OCD. To do so, the IOCDF undertook a first-of-its-kind
analysis — conducted in collaboration with Guardian Research Network (GRN) and
Resonance — of 10 years of electronic health record (EHR) data from 10.4 million unique
individuals across all 50 states. This dataset spans the entire lifespan and is approximately
representative of the U.S. population, making it the largest study of people with OCD to
date.

Executive Summary

* Learn more about effective, evidence-based treatments at iocdf.org/treatment.

The findings are striking: an overwhelming
number of individuals with OCD are being
undiagnosed or misdiagnosed by healthcare
professionals. Even with a diagnosis, an
astonishing treatment gap emerges, with a near
total failure to provide, or even recommend, gold
standard, evidence-based OCD therapy. 

This white paper shares insights on the factors
contributing to this issue as well as
recommendations to help address them.

Healthcare professionals are
missing or misdiagnosing an
overwhelming number of
individuals with OCD, with a
near total failure to provide
gold standard treatment.
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1. OCD is severely underdiagnosed in clinical settings.
Out of the more than 10.4 million unique individuals’ electronic health records reviewed,
only 53,316 patients (0.51%) had a formal diagnosis of OCD listed. This is well below the
expected population lifetime prevalence of up to 3%, and suggests that over 80% of actual
cases of OCD are not being clinically diagnosed. Analysis of EHR note content identified an
additional 18,885 people whose notes indicated they either definitely or very likely had
OCD, even though they had not received the formal diagnosis (see Methodology).
Combined, we obtained a total sample of 72,171 patients with OCD, still comprising only
0.69% of the total population. This suggests that up to 75% of actual cases of OCD are not
being detected or diagnosed by clinicians.

2. More than 80% of patients with OCD do not receive the recommended therapy for
OCD.
Only 2% of the patients with OCD had documented evidence in their medical record of
receiving exposure and response prevention (ERP) therapy, the specific form of cognitive
behavioral therapy (CBT) that is the most effective treatment for OCD.  Only 19% of the
OCD patients, including those receiving ERP, received any form of CBT at all. Even more
concerning is that more than 72% of the patients with OCD did not even get referred for
evidence-based ERP or CBT, even though more than half of them received a documented
mental health assessment. This suggests that most mental health clinicians are not
following the well established practice guidelines for OCD  and are failing to either
provide or refer OCD patients for the most effective treatment for their condition.

9

10,11

Key Findings

Only 19% were receiving any
form of cognitive behavioral
therapy, including ERP.

Between 81% and 98% of
individuals with OCD were
not receiving effective,
evidence-based treatment.

Just 2% are known to receive
formal exposure & response
prevention (ERP), the gold
standard treatment for OCD.

The vast majority of people diagnosed with OCD are not receiving effective,
evidence-based treatment.

= 10,000 individuals
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1. Conduct routine screening to detect OCD faster and with more accuracy. 
Well validated, brief OCD screening tools* for adults and children exist and must be widely
disseminated to all clinicians in mental health and primary care settings. Every patient
should be screened for OCD and either referred to a mental health clinician upon a
positive result or provided with a comprehensive assessment. 

2. Improve clinical training in assessment, diagnosis, and treatment of OCD. 
All clinical mental health training programs (i.e., psychiatry, clinical psychology, clinical
social work, clinical counseling, marriage and family therapy) must provide adequate
training in assessment, diagnosis, and evidence-based treatment of OCD, including ERP.
Mental health clinicians who are currently practicing should also receive sufficient training
and support to be able to effectively assess, diagnose, and treat people with OCD. 

3. Adhere to professional standards for treating patients with OCD. 
Treatment guidelines call for ERP as the first-line treatment  for patients with OCD, yet it
is still very underutilized. Adherence to and enforcement of professional standards and
treatment guidelines  for OCD must be strengthened among all mental health
professionals.

10,11

10,11

 
4. Raise accurate awareness of OCD. 
Inaccurate assumptions about OCD are prevalent and cause real barriers to treatment.
Many individuals and providers are unaware of OCD’s symptoms and effective treatments,
resulting in missed diagnoses or ineffective therapies. Increased investment in initiatives
that increase awareness and accurate understanding of OCD for the general public,
educators, and clinicians are needed. 

Recommendations

This white paper analyzes the
largest sample of people with
OCD ever studied.

* A free, ultra-brief, evidence-based OCD screening tool can be found at iocdf.org/screener for both kids and
adults. 
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Obsessive compulsive disorder (OCD) is a serious
and often debilitating mental health disorder. It is
an often misunderstood mental health condition
in which people experience intrusive and
unwanted thoughts (obsessions) and perform
repetitive behaviors (compulsions) and avoidance
to minimize or prevent the distress caused by
obsessions. These symptoms can greatly interfere
with relationships, work, school, and daily
functioning, and lead to low quality of life and
significant impairment and disability. Half of
people with OCD in the U.S. are unable to work or
continue their education at some point of time
living with their illness, and 65% of adults  and
90% of children and adolescents with OCD
report impairment in at least one aspect of their
lives (such as relationships, cognition, or work). In
one large study, 96% of people with OCD had
moderate to severe symptoms.  People with OCD
may be 5 times more likely to die by suicide and
have a 2 times increased risk of death from both
natural and unnatural causes.

1

12

1

13,14

OCD affects millions, but rates 
of diagnosis and treatment are very low. 
With a lifetime prevalence rate of approximately
3%,  OCD will afflict up to 10 million Americans
at some point in their lives. Despite its prevalence
and major impact on quality of life, length of life,
ability to thrive, and public health, it is seriously
under-detected and under-treated in the U.S.
Previous studies done in populations within more
circumscribed healthcare settings, such as Kaiser, 

1,2,7

Background

Quick Facts
Obsessive compulsive
disorder (OCD) is a serious
and often debilitating mental
health disorder.

OCD can lead to low quality
of life, significant impairment,
and disability.

Nearly 240 million people
worldwide suffer from OCD,
including up to 10 million
people in the United States
alone.

People with OCD may be 5
times more likely to die by
suicide and have 2 times
increased risk of death. 

Effective treatment exists to
help people with OCD thrive,
yet only a small proportion of
patients with OCD receive
appropriate, evidence-based
treatment. 
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Exposure & Response Prevention (ERP)

Exposure and response prevention (ERP) is a form of cognitive behavioral therapy (CBT) and is
the first-line psychological treatment for obsessive-compulsive disorder. It has a strong
evidence base and is designed to help people reduce symptoms and improve daily functioning.
ERP typically begins with education about OCD and a detailed assessment to understand a
person’s obsessions, compulsions, and avoidance patterns. Together with a trained therapist,
individuals create a hierarchy of feared situations, thoughts, or triggers, and gradually work
through them in a planned, supportive way. During these exercises, people intentionally face
what causes them anxiety (exposure) while resisting rituals or avoidance (response
prevention). Although anxiety often rises at first, this process teaches that distress is
temporary, tolerable, and less dangerous than it feels — allowing people to regain control and
participate more fully in their lives.

Veterans Administration, or Medicaid claims data, found that up to 90% of actual cases of
OCD were not being diagnosed.  Comorbidity of OCD with other mental health
disorders is common but is often overlooked by clinicians, families, school professionals,
and even the individuals themselves. 

5,6,15,16

The gold standard, most effective treatments for OCD are cognitive-behavioral therapy
(CBT) using exposure and response prevention (ERP) and selective serotonin reuptake
inhibitor (SSRI) medications. However, past studies have found that only a small
percentage of people with OCD receive an adequate course of ERP.  Even among
psychologists who correctly identified and diagnosed OCD, only half recommended ERP to
their patients as the primary treatment of choice.  

8,17,18,19

20

Many people with OCD never seek treatment.  18

The most frequently reported barriers to seeking care include stigma, shame, cost of
treatment, doubt that treatment would work, and lack of insurance coverage.  Yet
when people do seek treatment they often have difficulty finding any clinicians who are
available, let alone those who are appropriately trained and willing to use ERP. 

7,8

More than half (51%) of all counties in the U.S. do not have a practicing
psychiatrist.21

At least one-third of private practice psychotherapists do not accept any form of
insurance and instead rely on patients paying out of pocket.22
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Most clinicians are not trained in evidence-based
psychotherapies like ERP,  and only 27-37% of
clinicians in community mental health settings
endorse routinely using exposure-based therapy
with clients with anxiety-related
presentations.

23,24

23,25

Not enough people have an accurate
understanding of OCD. 
Accurate public awareness about OCD is low.
Notably, a 2013 survey found that more than two-
thirds of respondents could not accurately identify
OCD when presented with a clear description of
symptoms.  This lack of understanding poses a26

significant challenge for those struggling with OCD, making it harder for them to recognize
their condition, seek support, and access the life-changing treatment they need. The term
“OCD” has become a common cultural catchphrase referring to quirks or preferences
around cleanliness and orderliness. This casual misuse obscures the reality of OCD as a
serious mental health condition. 

This white paper focuses on the current landscape of diagnosis and treatment of
OCD in the United States. 
Prior studies have reported on the demographics of people with OCD, the types of therapy
received or recommended, or the co-occurrence of OCD with other mental health
disorders. Yet, all of those studies were limited by relatively small sample sizes, more
constrained geographic areas, or circumscribed healthcare settings. This study analyzed a
large and diverse electronic health record (EHR) database comprising data from over 10
million patients across all 50 states and all socioeconomic strata. The dataset is
approximately nationally representative and spans individuals of all ages. EHR data was
compiled from a variety of public and private healthcare systems across 16 states,
including rural, urban, and suburban areas, allowing us to obtain the largest sample of
people with OCD ever studied.

The IOCDF intends to develop a series of white papers in the coming years to explore more
questions with the goal of better serving and supporting the OCD community and to help
inform decision makers about the unique challenges and opportunities related to OCD. In
the future we plan to focus on topics including children and adolescents with OCD, older
adults with OCD, obsessive compulsive-related disorders, and global perspectives. 

Common OCD Myths
Everyone with OCD is super
neat and organized.

OCD is all about cleanliness.

People with OCD are uptight
or neurotic.

Everyone is a little OCD.

OCD is a personality trait.

OCD is helpful.
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Youth and OCD

Children and adolescents are just as likely as adults to experience OCD, with a prevalence
rate of up to 3%. OCD usually begins in childhood or adolescence and can start as early as
age 6.* Nearly 14% of the OCD patients in this study (9,730 individuals) were children age
18 or younger. Many children may be embarrassed about their symptoms or unaware that
what they are experiencing isn’t typical, which can make them hesitant to speak up about
them. Parents and family members often sense something is wrong but may not know how
to identify the symptoms or how to help. OCD symptoms can overlap and coexist with
other mental health disorders, which can make it harder to receive an accurate diagnosis
or appropriate care. OCD can significantly impact a child’s quality of life, with 90% of
children and adolescents with OCD reporting impairment in at least one aspect of their
lives such as relationships, cognition, or school.12 

* 25% of cases start by age 14, 50% by age 19, and 64% by age 25.  1
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An unacceptable diagnosis and treatment gap exists for people suffering
from OCD. 

OCD is severely under-diagnosed in clinical settings. 
Out of 10.4 million patient records reviewed, only 53,316 patients — one half of one
percent (0.51%) — received a formal diagnosis of OCD, which is only one-sixth of the
expected lifetime prevalence rate of 3%. This means that hundreds of thousands of people
in the overall sample were suffering from OCD but were missed, making them unlikely to
receive treatment. A natural language processing analysis of key terms listed in EHR notes
(see Methodology, page 15) identified an additional 18,855 patients (0.18% of the total
database population) whose note content indicated that they either definitely or very likely
had OCD, even though they had not received the formal diagnosis. The two groups were
then combined, creating a total sample of 72,171 patients with OCD — just 0.69% of the
total database population, which suggests that up to 75% of actual cases of OCD are not
being detected or diagnosed by clinicians. 

Deeper diagnosis gaps exist for men and people of color. 
OCD affects people of all sexes, races, and income levels at similar rates.  The prevalence
of diagnosed OCD in this study was equally distributed across all socioeconomic statuses,
measured by Area Deprivation Index.  Yet, certain demographic groups were significantly
underrepresented in the OCD patient sample (see Table 1). 

1,27

28

Men. Nearly double the number of women than men were in the OCD patient sample
(63.4% versus 36.6%), while the overall EHR database population consisted of 54.2%
women and 45.7% men. The observed female to male ratio in the OCD patients was far
greater than the gender ratio found in epidemiological studies of OCD,  suggesting
that factors other than relative prevalence influenced the striking gender disparity
found in this sample of patients with OCD. Research consistently shows that men are
less likely than women to seek mental health support, despite facing similar
psychological challenges.  General factors precluding men from diagnosis and
treatment include a reluctance to talk about one’s feelings, viewing symptoms as minor
or insignificant, embarrassment, anxiety about using health services, and poor
communication with health care providers.

1,2,3

29,30

31

Findings



Race / Ethnicity 
Categories Available

% Overall Database
Population  (n=10,425,857)

% OCD Sample
(n=72,171)

White 77.8% 89.6%

Black or African American 16.3% 6.2%

Race not reported 0.0% 0.2%

Two or more races 1.4% 1.6%

Asian 2.2% 1.0%

Other race 1.6% 0.7%

American Indian or Alaska Native 0.5% 0.5%

Native Hawaiian or other Pacific Islander 0.2% 0.1%

Not Hispanic or Latino 92.9% 96.1%

Hispanic or Latino 7.1% 3.9%

America’s OCD Care Crisis 9

People of Color. OCD is equally prevalent in Asian, Black, Latino, and White
populations.  However, the percentage of non-white people — Black, Latino, and Asian
— was significantly lower in the OCD sample than in the entire EHR database population,
while white people were overrepresented (see Table 1). This discrepancy suggests a
systematic underdiagnosis of OCD in non-white populations, which is concerning and
deserves further study. Our findings in the U.S. are similar to those of a U.K. study that
also found severe underrepresentation of ethnic minorities with OCD in mental health
services.  Previous studies have found that African-Americans with OCD rarely seek
treatment for their OCD symptoms.  African-Americans and Latinos also face numerous
barriers to treatment  and have difficulty accessing mental health care.

32

33

34

35 36

Table 1. Percentage of People by Race, Ethnicity in EHR Database Population
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More than 80% of patients with OCD do not receive the recommended OCD therapy. 
Remarkably, only 2% of the OCD patients had documented evidence in their EHR of
receiving ERP, the specific form of CBT that is the gold standard, most effective treatment
for OCD, and only 19% received any type of CBT (which may or may not have included ERP;
the specific type of CBT provided was not always described in the EHR notes). Even more
concerning was that over 72% of the patients with OCD did not get referred for ERP or CBT
at all, even though more than half of them received a documented mental health
assessment. This finding suggests most mental health clinicians are not following the well-
established practice guidelines for OCD,  and are failing to either provide or refer OCD
patients for the most effective treatment for their condition. 

10,11

About 66% of the OCD patients in this study received selective serotonin reuptake
inhibitors (SSRIs) or clomipramine — the evidence-based, frontline medications proven to
be effective for OCD. Half of the patients with OCD received only these medications,

Only 19% were receiving any
form of cognitive behavioral
therapy, including ERP

Between 81% and 98% of
individuals with OCD were
not receiving effective,
evidence-based treatment

Just 2% are known to receive
formal exposure & response
prevention (ERP), the gold
standard treatment for OCD

Graphic 1. The vast majority of people diagnosed with OCD are not receiving
effective, evidence-based treatment.

= 10,000 individuals
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without CBT or ERP. However, SSRI medication treatment alone does not typically result in
remission of OCD symptoms.  Combining medication with CBT is often necessary to
achieve lasting relief or remission of OCD symptoms and to restore functioning,
particularly for patients with more severe symptoms and comorbid mental health
disorders.  Yet, only 16% of the OCD patients in this study received this treatment
combination. It is unknown how many individuals with OCD in this sample received
treatment outside of the healthcare settings included in our EHR database.

37

10,11

OCD-Related Disorders are dramatically underdetected, even by mental health
clinicians. 
82% of the OCD patients in the EHR database were also diagnosed with another anxiety
disorder, including 51% diagnosed with generalized anxiety disorder and 18% with panic
disorder. Comorbid mood disorders were also very common, with 68% of the OCD patients
diagnosed with major depressive disorder and 19% with bipolar disorder. These
comorbidity rates are generally consistent with expected lifetime prevalence rates in
clinical OCD populations.  However, diagnosis rates within this study of comorbid
obsessive compulsive-related disorders (OCRDs), which include body dysmorphic disorder
(BDD), hoarding disorder, and the body-focused repetitive behaviors (BFRBs) including
excoriation (skin-picking) disorder and trichotillomania (hair-pulling disorder) were far
lower than previously documented comorbidity rates. 

1,38,39

Only 0.4% of the OCD patients in our sample were diagnosed with comorbid BDD, far
lower than the 10% found in prior studies.  40

Only 0.8% were diagnosed with hoarding disorder, a small fraction of the 18-38%
expected based on previous studies.  41,42,43,44

Previous studies have found that 15-20% of people with OCD also have a BFRB,  yet
excoriation disorder and trichotillomania were only diagnosed in 1.5% and 0.9% of our
OCD patient sample, respectively.

45

 

Although the rate of diagnosis of comorbid OCRDs was higher for OCD patients who
received a mental health assessment than for those who did not, they were still far below
the rates found in previous studies. 

These findings indicate that OCRDs are dramatically under-detected in U.S. healthcare
settings. Considering OCRDs affect up to 1 billion people worldwide, it is clear a major gap
exists. The IOCDF plans to share more findings on this topic in the future. 
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Despite the enormous gap for diagnosis and treatment for OCD that currently exists, there
is hope. People living with OCD can thrive with effective treatment that is available today.
Decision makers from government, accrediting bodies, academic institutions, and mental
health professional and advocacy organizations, as well as clinicians and school
professionals, can take action to help close the concerning gap in diagnosis and treatment
revealed by this study. 

Provide routine screenings to detect OCD sooner and with more
accuracy.
Brief, well validated OCD screening tools*  must be widely disseminated to all clinicians
in mental health and primary care settings to address the 7 years on average it takes for an
individual with OCD to receive a clinical diagnosis.  Many factors likely play a role in this
issue, but helping health professionals recognize the signs of OCD and making screening
tools more available can lead to earlier detection and more accurate diagnoses that get
people on a path to treatment and recovery. Every patient should be screened for OCD
and upon a positive result either referred to a mental health clinician or provided with a
comprehensive assessment.

46,47

48

Scalable Solutions You Can Support:
Those in charge of decision making, policy setting, and/or compliance tracking in health
settings:

Make OCD screening tools* widely available to first-line clinicians, such as pediatricians
and primary care providers, as well as school professionals and mental health
clinicians. 
Mandate routine screening for OCD during assessment for any mental health disorder.
Requiring screenings for children and adults in these settings will help uncover
underlying OCD in those affected. 

For everyone:
Support funding for the dissemination of resources and tools to help school
professionals identify the signs of OCD, screen effectively, and refer individuals to
clinicians trained to treat it.** 

Recommendations

* Visit IOCDF’s OCD screening tool at iocdf.org/screener. 
** Anxiety in the Classroom is the IOCDF's initiative for how to spot symptoms of anxiety and OCD in
classroom settings, for students, parents/caregivers, and teachers/school staff. Please visit
anxietyintheclassroom.org to learn more.



America’s OCD Care Crisis 13

Train clinicians comprehensively in OCD and its effective, gold-standard
treatments.
Mental health clinicians need training and support to treat people with OCD appropriately
and effectively, yet often receive minimal education in how to diagnose or treat OCD.  ERP
has been well established as the gold standard treatment for OCD for decades and is
regarded as the first-line treatment by clinical practice guidelines for its ability to produce
lasting relief or remission of OCD symptoms.  Yet, there is very low usage of ERP in
clinical settings,  in part due to a fear that exposures will upset or harm their patient, a
lack of training, concerns about using standardized treatments, and lack of funding for
institutions/clinics to offer more training.  Widely available training and support for
clinicians will dramatically increase use of ERP. Most mental health training programs
provide minimal education on OCD or ERP, leaving many clinicians without the knowledge
or confidence to use it effectively. While some strong training programs and professional
supports exist,* access and awareness remain limited. Increasing both training
opportunities and ongoing clinical support is essential to expanding effective OCD
treatment.

20

10,11

49

49,50,51

Scalable Solutions You Can Support:
Clinical mental health training programs (i.e., psychiatry, clinical psychology, clinical social work,
clinical counseling, marriage and family therapy):

Provide comprehensive training in assessment and diagnosis of OCD as well as
treatment using evidence-based treatment, including ERP. These trainings should be
available for students, pre-licensed trainees, and currently practicing mental health
clinicians.

Those in charge of licensure:
Include demonstrated competency in assessment, diagnosis, and treatment of OCD as
part of licensure requirements.
Enforce adherence of professional standards and treatment guidelines  for OCD
across all mental health professionals.

10,11

Increase affordable access to effective care.
In addition to important cost considerations related to affordability and health insurance
coverage, the dire shortage of mental health professionals in the U.S. must also be
addressed, especially of pediatric mental health professionals.

* For example, the IOCDF Training Institute provides training for clinicians about OCD and related disorders.
Please visit iocdf.org/training. 
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Scalable Solutions You Can Support:
Insurance companies:

Increase reimbursement rates for mental health professionals.
Reduce restrictions on the number of sessions allowed to be covered by health
insurance. 
Ensure that evidence-based treatments are billable and reimbursed appropriately for
necessary durations and intensities (e.g. home visits, intensive treatment programs).

For graduate programs and government officials:
Promote programs that incentivize an increased mental health workforce in the U.S.,
such as increasing graduate training slots, scholarship availability, loan forgiveness
programs, mentorship opportunities, etc.

Increase accurate awareness of OCD and its treatment options.
Awareness and accurate understanding of OCD, its symptoms, and effective treatments
are low, both in the general public and amongst clinicians. Without increased awareness,
stigma against people with OCD and barriers to treatment will remain.

Scalable Solutions You Can Support:
For everyone:

Share the data in this white paper. 
Share your OCD story. OCD affects millions of Americans, but too many suffer in
silence. Courageous individuals who speak openly about their lived experience of OCD,
including their treatment journey, bring hope and healing to many others.
Speak up about OCD as a topic of importance for workplace and school mental health
initiatives.
Advocate for your local, state, and federal governments to recognize the annual OCD
Awareness Week the second full week of each October. 
Increase awareness by disseminating information to legislators and policy makers,
conducting public service announcements, sharing social media posts, engaging in
awareness and fundraising campaigns, and working with local and regional advocates
and volunteers.



This was a retrospective, population-based, cohort study designed to estimate the
prevalence of diagnosed OCD, characterize the affected population, and analyze patterns
of diagnosis and treatment over a 10-year period, from January 1, 2015, to January 1, 2025.
The study utilized de-identified Electronic Health Record (EHR) data from the Guardian
Research Network (GRN),  a consortium of 14 integrated health delivery networks (IDNs)
across 16 states within the United States. Thirteen of the 14 health systems are
community-based IDNs, while one is an academic medical center. The GRN database
contains longitudinal EHR data for approximately 18 million adult and pediatric patients,
residing in all 50 states. The database contains complete patient records, including
inpatient and outpatient encounters, encounters with specialists and primary care
providers, as well as urgent care and emergency department visits.

52

The GRN database reflects a diverse population in terms of age, gender, geography,
socioeconomic status, insurance coverage, and racial/ethnic distribution. Patients in the
GRN may be insured by private insurance, Medicaid, Medicare, Tricare, or may be
uninsured. The database population aligns very closely with U.S. Census data in terms of
gender, urban vs. rural distribution, percentage who are Black, Native American or Pacific
Islander. However, it under-represents Hispanics, Asians, multiracial persons, and children
(0-19 years of age) but over-represents Whites and people over 65. The database is linked
to the Area Deprivation Index (ADI),  which allows for grouping by socioeconomic status. 28

To help ensure as many cases of OCD were found in the EHR records, a dual-method
algorithm was used. OCD diagnoses were identified by either the presence of at least one
International Classification of Diseases, Tenth Revision (ICD-10) code for OCD or through a
Natural Language Processing (NLP) analysis 
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Methodology

of clinical progress notes. A proprietary
Large Language Model (LLM) was used to
detect key terms and clinical narratives
consistent with an OCD diagnosis (e.g.,
intrusive thoughts, compulsions, ERP). LLM
analysis of EHR notes was also used to
identify referral, recommendation, and
receipt of CBT, ERP, and other therapies.

States with
at least 1 GRN
Network Member



Cognitive-Behavioral Therapy (CBT): A form of
therapy that focuses on addressing the ways we
think and behave. Exposure and response
prevention (ERP) is the specific type of CBT that is
the gold standard, evidence-based therapy for
OCD. Other forms of CBT may have differential
efficacy relative to ERP.

Comorbidity / Comorbid (“Co-occurring”)
Disorder(s): Having more than one condition or
being diagnosed with more than one disease/
disorder. It means that both conditions exist and
may interact within the same person at the same
time. Comorbidity is the rule, not the exception.

Electronic health record (EHR): Electronically
stored medical and health information from visits
to medical centers, clinicians, hospitals, and other
healthcare settings. 

Exposure and response prevention (ERP): ERP
involves having a person with OCD intentionally
trigger an obsession through an “exposure”
activity, and then resist the urge to engage in
compulsions (“response prevention”). This causes
an initial burst of anxiety, but gradually, there is a
natural decrease in that anxiety, called habituation.
Repeated exposures eventually extinguish
obsessional fears, eliminate compulsions and
avoidance behaviors, and promote learning. ERP
assignments usually proceed along a hierarchy of
progressively more distressing exposures. ERP is
initially done with a therapist, who develops the
ERP hierarchy and guides the person with OCD
through their ERP assignments. Eventually the
person with OCD becomes more able to resist
rituals on their own. ERP is considered a first-line
treatment for OCD, something to try first when
beginning an OCD treatment journey. 
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Key Terms
Obsessive Compulsive Disorder (OCD): A
disorder of the brain and behavior, causing
distress and impairment in those affected. OCD
involves both obsessions and compulsions that
take a lot of time and get in the way of important
activities the person values. People diagnosed with
OCD experience repetitive, intrusive thoughts or
fears that cause anxiety or distress. They try to
reduce the distress caused by their obsessions by
doing compulsive behaviors (rituals), including
avoidance.

Obsessive Compulsive-Related Disorders: A
category of mental health disorders that are
related to OCD, as described in the DSM-5. These
include body dysmorphic disorder (BDD), hoarding
disorder (HD), and body-focused repetitive
behaviors (BFRBs) such as skin picking (excoriation)
and hair pulling (trichotillomania). Tic Disorders
and Tourette Syndrome and certain Eating
Disorders are also strongly related to OCD.

Prevalence: The sample analyzed in this paper
covers the 10-year timeframe between 2015 and
2025. Comparisons made to other prevalence
rates are lifetime prevalence rates (the percentage
of cases in a population with a particular
condition/disorder at any point in their lifetime). 

Selective serotonin reuptake inhibitor (SSRI): A
class of medication that works by blocking the
reabsorption of serotonin, a neurotransmitter,
from the synapse. SSRIs are the first-line, evidence-
based medication treatments for OCD. 
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