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Abstract

Eating disorders are mental disorders that involve extreme mental preoccupation, disturbing
emotions, attitudes, and behaviors involving weight and food. They include alterations to eating
behaviors and food consumption that significantly impair health and psychosocial functioning.
With treatment, many people recover and live full lives. Without treatment, the illness course
can be long, with the need for extensive medical and psychiatric treatment, and can result in
death. People of both sexes and all ages, races, and socioeconomic statuses can experience
eating disorders, and they commonly co-occur with other psychiatric conditions, including
anxiety and mood disorders and substance use disorders. There are also significant general
medical comorbid conditions with eating disorders, including chronic conditions such as
osteoporosis, autoimmune disorders, and type 2 diabetes. For state mental health program
directors, providers, family members, and people with lived experience, an understanding of
these conditions from a clinical and scientific perspective can help shape better services and
related policies. This paper provides an overview of eating disorders and offers
recommendations on strengthening public service systems to better serve individuals with
eating disorders who need specialized supports.

Highlights

e Eating disorders can have significant health consequences and have the second-highest
mortality rate of any psychiatric illness.

e Suicide attempts and suicidal ideation are common in people with eating disorders.

e Eating disorders frequently co-occur with other psychiatric illnesses, including mood,
anxiety, and substance use disorders.

o Effective treatments exist but are difficult to access for many people across the
United States.

Recommendations

1. Offer training opportunities related to eating disorders for people providing clinical care

across disciplines.

Conduct research on the epidemiology and treatment of eating disorders.

3. Integrate basic screening practices and clinical recognition of eating disorders and
disordered eating behaviors in state mental health and social service programs.

4. Provide clinical support and guidance to individuals and families who use food
assistance programs (and clinicians who work with these populations) to ensure they
can meet nutritional treatment goals.

5. Build capacity across the state hospital and public mental health system to recognize
and treat eating disorders.

no
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Introduction

The severity of eating disorders is highly underestimated, despite their having significant effects
on mental and physical health. Relapse is estimated to occur in 25 percent to more than 50
percent of people,’ and there is a significant risk of death, with anorexia nervosa having the
second-highest mortality rate of any psychiatric illness after opioid use disorder.® People with
eating disorders experience functional challenges similar to those of people with schizophrenia,
bipolar disorder, and major depression but are routinely excluded from conversations about
serious mental illnesses.* Outdated and erroneous stereotypes about who is at risk for
developing an eating disorder (young women) and what causes such a disorder (social
pressures toward thinness) have been proven to be incorrect, but they have lingering effects on
stigma, treatment seeking, detection, and even the likelihood of a correct diagnosis. Moreover,
not all people with eating disorders are underweight—in fact, most are in the typical or
overweight range.® Therefore, weight alone cannot inform diagnosis.

Access to specialist eating disorder treatment is a challenge for people of all ages across the
United States. Finding treatment covered by health insurance is difficult for children and adults
with private or public insurance plans for both specialized outpatient clinicians and specialized
treatment programs.”® For people who are medically compromised, general medical floors in
hospitals are typically not well versed or sufficiently staffed to provide the kind of psychiatric
support needed. Further, general psychiatric units are also often poorly equipped to manage
the needs of eating disorder patients, particularly when managing other high-acuity psychiatric
conditions.

Prior to passage of the Mental Health Parity and Addiction Equity Act® in 2008, eating disorder
treatment was often excluded from coverage in commercial health insurance plans. Now,
despite stated benefits in commercial insurance plans, people continue to struggle to access
care due to insurer processes such as medical necessity criteria and utilization reviews.'®'? For
adults with Medicaid, coverage varies dramatically across states in terms of what types of
treatment are covered. Just one-quarter of intensive eating disorder treatment facilities—such
as inpatient hospitals or residential programs—accept Medicaid. More than 90 percent of these
facilities accept private insurance.™ Finding a treatment program that accepts Medicaid or
Medicare is challenging. Care for this population is typically provided in specialty units of
academic and public healthcare settings.%'2

Recent legislation to support advances in access to treatment and promotion of research and
education have catalyzed further conversation and policy development to assist individuals with
eating disorders who need care. For example, the 21st Century Cures Act (2016) incorporated
elements establishing grant funding for the education of healthcare professionals as well as
school staff regarding eating disorders and included language to clarify health insurance
coverage.'*'® Provisions in the National Defense Authorization Act for Fiscal Year 2022 promote
improved access to all levels of care for eating disorders for service members and their
families. 617

Given the national attention through legislation and subsequent development of expectations to

broaden knowledge about eating disorders and enhance access to care, state mental health
leaders are in a position to advance services for individuals with eating disorders that qualify for

STRENGTHENING SYSTEMS TO ADDRESS EATING DISORDERS 2
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public behavioral health services as well as provide access to specialized services for any
individual with a serious mental illness and co-occurring eating disorder. As part of a series of
papers related to helping Americans achieve better health,8 this paper will provide an overview
of eating disorders. The paper will also reflect on strengthening public service systems to better
serve individuals with eating disorders that need specialized supports.

TYPES OF EATING DISORDERS

Anorexia nervosa is characterized by restrictive eating behaviors. This can include taking in
less energy than a person uses, intense fear of gaining weight, distorted body image, and
difficulty recognizing the severity of one’s illness.'® There are two types of anorexia nervosa
included in the Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition, Text
Revision (DSM-5-TR)—restricting and binge eating/purging. The restricting type is defined by
weight loss that occurs only through behaviors such as dieting, fasting, and/or exercise. The
binge-eating/purging type is defined as including repeated episodes of binge-eating or purging
behavior (including vomiting or misuse of laxatives, diuretics, or enemas). Some of the signs of
anorexia nervosa can include obsessive interest in food, dieting, or nutrition; frequent weighing;
avoiding eating in social situations; and/or cutting food into small pieces or eating very slowly.
This disorder can affect all body systems with complications such as constipation; dry mouth;
heart rhythm abnormalities; organ failure; loss of bone density; loss of menstruation or
menstrual irregularities and fertility complications; and low blood sugar.?°

Bulimia nervosa is characterized by episodes of binge eating followed by behaviors to “undo”
the binge in an effort to prevent weight gain. Binge eating is defined as eating significantly more
than what most people would eat in a similar time (under the same conditions) paired with a
sense of loss of control while eating. Loss of control distinguishes binge eating from typical
episodes of overeating. Behaviors to compensate for the food eaten during a binge include
vomiting; misuse of laxatives, diuretics, or enemas; exercise; or fasting.'® Additionally, people
with bulimia nervosa often consider their weight and/or shape as highly important to their self-
image. People with bulimia nervosa are generally normal or higher weight, whereas individuals
with low weight and binge/purge behaviors typically receive a diagnosis of anorexia nervosa
binge-eating/purging type. Some signs of bulimia nervosa can include trips to the bathroom
during or directly after eating or spending long periods in the bathroom, eating alone or in
secret, Russell’s sign (scrapes on knuckles from inducing vomiting), and avoiding foods
believed to trigger a binge. Medical complications of bulimia nervosa include constipation;
electrolyte imbalances; dental erosion; sore throat, hoarseness, cough, and difficulty
swallowing; swollen glands in the face; esophageal tears; and abnormal heart rhythms.?'

Binge-eating disorder is also characterized by episodes of binge eating, but in the absence of
behaviors to compensate. The binge-eating definition is the same as in bulimia nervosa;
however, binge-eating disorder diagnostic criteria require that a binge be accompanied by at
least three of the following: eating at a faster pace than normal; eating to the point of discomfort;
eating large quantities of food when not hungry; eating alone due to embarrassment over the
quantity of food consumed; and/or feeling a sense of disgust, depression, or guilt after a binge.
These behaviors occur in conjunction with feelings of a lack of control and distress over the
binge eating. Similar to bulimia nervosa, people with binge-eating disorder are often normal or
higher weight. Signs of binge-eating disorder can include skipping meals throughout the day,
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hiding or hoarding food, frequent weight changes, and significant concern with weight and body
image (although not required for a diagnosis).'® Medical complications from binge-eating
disorder include digestive distress such as stomach pain, nausea, bloating, gastric reflux, and
constipation. Additional medical concerns include cardiovascular diseases such as high blood
pressure or high cholesterol, increased risk of gallstones and gallbladder disease, and
increased risk of type 2 diabetes.??

Avoidant/restrictive food intake disorder, commonly referred to as ARFID, is an eating
disturbance that results in inadequate nutritional and/or energy intake associated with significant
weight loss or failure to meet expected weight gains, significant nutritional deficiency, reliance
on tube feeding or oral supplemental nutrition, and significant effects on psychosocial
functioning. The three overlapping presentations are characterized by a lack of interest in

eating, avoiding food based on sensory aspects (e.g., heat, texture), and fear of adverse effects
of eating such as choking or vomiting. While the restrictive eating may resemble anorexia
nervosa, the restriction is not primarily motivated by weight and shape concerns.
Avoidant/restrictive food intake disorder symptoms are not better explained by another eating
disorder or psychiatric or medical condition. Signs of avoidant/restrictive food intake disorder
can include extreme pickiness when choosing food; avoiding entire food groups; high sensitivity
to smell, texture, or temperature of food; anxiety around new foods; fears of allergic reactions,
vomiting, or choking; feeling full before meals; or lacking an appetite.'® Physical complications of
avoidant/restrictive food intake disorder are similar to those of anorexia nervosa that are
associated with malnutrition. Avoidant/restrictive food intake disorder typically onsets in
childhood and can persist into adulthood, although later onset can also occur.
Avoidant/restrictive food intake disorder can be diagnosed in individuals of all body weights.?%2°

Other specified feeding or eating disorder, sometimes referred to as OSFED, is an eating
disorder diagnosis for people with eating disturbances that cause significant distress or
impairment but do not fulfill the specific criteria for another eating disorder diagnosis. Five
examples of symptom profiles are classified as other specified feeding or eating disorder in the
DSM-5-TR: atypical anorexia nervosa, bulimia nervosa of low frequency or limited duration,
binge-eating disorder of low frequency or limited duration, purging disorder, and night eating
syndrome."® For a diagnosis of atypical anorexia nervosa, all criteria for anorexia nervosa are
met, with the exception that the individual’s weight remains within or above a normal range
despite significant weight loss. The criteria are meant to capture individuals of lower weight with
all the anorexia nervosa criteria but whose weight has not reached the low-weight threshold for
an anorexia nervosa diagnosis and individuals of high body weight who have lost large amounts
of weight (but are still at high or normal weight) and who have all the psychological symptoms of
anorexia nervosa.?® For the low-frequency or limited-duration bulimia nervosa and binge-eating
disorders, all diagnostic criteria are met except that the primary behavior (binge eating and/or
purging) occurs on average less than once per week or for fewer than three months. Purging
disorder is characterized by purging behaviors to influence weight or shape without binge
eating. Finally, night eating syndrome is defined by repeated episodes of eating after waking
from sleep or excessive eating after the evening meal. The night eating is not better explained
by another eating or psychiatric disorder, medical condition, or medication. Depending on the
presentation for any of the other specified eating disorders, signs and medical complications
look similar to those of the more well-known anorexia nervosa, bulimia nervosa, and binge-
eating disorder and can be just as severe.

STRENGTHENING SYSTEMS TO ADDRESS EATING DISORDERS 4
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The disorders detailed here represent the primary spectrum of food and body-related pathology.
Although pica and rumination syndrome are also classified as eating disorders, they are distinct
enough in their origin and treatment that they fall outside the scope of this specific discussion.

Epidemiology: Prevalence, demographics, morbidity and
mortality

Capturing the true incidence (new cases) and prevalence (both new and existing cases) of
eating disorders is an ongoing challenge. Estimates vary depending on the sample (e.g., age or
sex specific, representativeness, community samples, individuals receiving treatment, etc.),
method of data collection (e.g., self-report, full clinical interviews, healthcare records),
instrument used (e.g., an eating disorder—specific instrument or a broad psychiatric diagnostic
instrument), and version of DSM or International Classification of Diseases criteria. In the United
States, eating disorders were not routinely captured in population-based epidemiological studies
until the National Comorbidity Survey Replication (NCS-R) (and the adolescent supplement),
which was fielded from 2001 to 2003.2” In 2012-2013, the third wave of the National
Epidemiological Survey on Alcohol and Related Conditions (NESARC-III) included DSM-5
eating disorder diagnoses.?® Presently, no regularly administered federally supported national
surveys evaluate past or present eating disorder diagnoses in the United States.

PREVALENCE AND SEX

Across global population—level studies, females are consistently more likely to be diagnosed
with an eating disorder and to report engaging in disordered eating behaviors than males—with
greater similarity across sexes in binge-eating disorder and some studies showing a greater
percentage of males in youth with avoidant/restrictive food intake disorder.?® Research suggests
that the presentation of some eating disorders may differ for males in terms of symptoms, such
as a “drive for muscularity” versus a “drive for thinness.”*%-3! As a result, prevalence estimates
may underestimate the occurrence in males. Another important consideration is that lifetime
prevalence is significantly affected by the age of participants in the sample: In a sample of
youth, the prevalence estimate will be lower than that in a study that includes adults who have
had more years to develop symptoms.

In the NESARC-III the prevalence estimates among all adults ages 18 and older were 0.08
percent for anorexia nervosa, 0.28 percent for bulimia nervosa, and 0.85 percent for binge-
eating disorder. The 12-month prevalence estimates (or the percentage of people who
experienced the disorder in the past 12 months) in the same population were 0.05 percent for
anorexia nervosa, 0.14 percent for bulimia nervosa, and 0.44 percent for binge-eating
disorder.®? Table 1 shows the weighted range of lifetime and 12-month prevalence estimates by
eating disorder diagnosis and sex generated from the NESARC-III data set of a nationally
representative sample of U.S. adults.

STRENGTHENING SYSTEMS TO ADDRESS EATING DISORDERS 5
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Table 1: Lifetime and 12-Month Prevalence Estimates in U.S. Adults by Eating Disorder
Diagnosis and Sex from the NESARC-III®*

il Anorexia Nervosa Bulimia Nervosa Bmg.;e-Eatlng
Prevalence Disorder
Female 1.42% 0.46% 1.25%
Male 0.12% 0.08% 0.42%
12-Month Anorexia Nervosa Bulimia Nervosa Bmge-Eatlng
Prevalence Disorder
Female 0.08% 0.22% 0.60%
Male 0.01% 0.05% 0.26%

It is important to note that studies examining the prevalence of other specified feeding or eating
disorder and avoidant/restrictive food intake disorder are less definitive. Most studies that reported
prevalence of other specified feeding or eating disorder looked at specific populations including
adolescent twins or samples of adolescents (up to age 21).3% As a result of its introduction as a
diagnosis in 2013 into the DSM-5, there are not many epidemiological studies on avoidant/
restrictive food intake disorder. A review study on the epidemiology found significant variability in
study settings (adolescent medicine clinics, pediatric feeding clinics, general population, etc.),
sample size, and assessments used to identify avoidant/restrictive food intake disorder. As a
result, estimates in the general population ranged from 0.3 percent to 15.5 percent.3

AGE

The age of onset for eating disorders is generally late adolescence/early adulthood. The mean
age of onset in the NESARC-III and NCS-R was similar across diagnoses (Table 2).
Additionally, a meta-analysis of age of onset of mental disorders found that more than 70
percent of anorexia nervosa, bulimia nervosa, and binge-eating disorder had developed by 25
years old.

Table 2: Age of Onset in Anorexia Nervosa, Bulimia Nervosa, and Binge-Eating Disorder

Source (metric) Anorexia Nervosa Bulimia Nervosa Blng';e-Eatlng
Disorder
NESARC-IIl (mean age | 19.3 20.0 245
in years)*?
NCS-R (mean age in 18.9 19.7 254
years)3s
Solmi et al. (percentof | 78.7% 82.9% 73.5%
cases developed by age
25 years)3®

STRENGTHENING SYSTEMS TO ADDRESS EATING DISORDERS 6



sunest N

The age of onset is typically adolescence and young adulthood, but eating disorders do occur in
children and older adults. A study of 5-to-12-year-olds suggested that the incidence of restrictive
eating disorders is 2 times greater than the incidence of type 2 diabetes in youth ages 18 or
younger.3” Another study also found a younger age of onset in males than females (13 years vs.
14 years) in a sample of youth ages 6-18.% In older adults, eating disorders may present as
new onset or relapse after a period of remission, or may be present continuously from a
younger age.*° For midlife and older age, a review found a prevalence of 3 to 4 percent in
females and 1 to 2 percent in males.*° Additionally, in a single year of Medicare data,
approximately 0.15 percent of the sample had any eating disorder diagnosis. Of those with a
diagnosis, 10 percent were under age 40, 32 percent were between the ages of 40 and 64, and
58 percent were 65 or older.*'

Given that eating disorders can present in any age, all healthcare providers should be prepared
to identify when someone’s symptoms may warrant screening for an eating disorder, not just
clinicians who treat adolescents. For state mental health programs, an important consideration
is how to design services. In the United States, generally, children and adolescents receive
specialty eating disorder treatment in different programs than adults. Further, eating disorder
treatment is not often combined with treatment for other psychiatric conditions. Whether and
how to combine populations will require careful consideration of the appropriateness of the
combination (for example, it may be inappropriate to embed eating disorder services in a
healthy eating program for people with schizophrenia experiencing weight gain associated with
medications), co-occurrence between conditions, and the resources available for new programs
versus training clinicians in existing programs.

MORTALITY RISKS

Eating disorders have high mortality rates, with anorexia nervosa having the second-highest
mortality rate of any psychiatric illness, following opioid use disorder.*? In a 2011 analysis of
mortality in eating disorders, study authors found that, compared with people of the same age
and sex in the general population, people with anorexia nervosa were approximately 6 times
more likely to die and people with bulimia nervosa and eating disorder not otherwise specified
were approximately twice as likely to die.*3 A recent update of this analysis found that people
with anorexia nervosa were 5 times more likely to die, people with bulimia were twice as likely to
die, people with binge-eating disorder were 1.5 times as likely to die, and people with eating
disorder not otherwise specified were 2.5 times more likely to die than same age and sex
individuals in the general population.® For comparison, a meta-analysis of mortality in combined
schizophrenia and psychotic disorders reported that that population was 3 times more likely to
die than the same age and sex people in the general population.*?

Symptoms of eating disorders can affect all organ systems leading to significant physical
complications and, if untreated, death. Cardiac, electrolyte, and gastrointestinal emergencies
and organ failure are the medical conditions most commonly associated with death in
individuals with eating disorders. Starvation and electrolyte abnormalities such as hypokalemia
can cause cardiac arrhythmias, myocardial atrophy, and bradycardia.***¢ Gastrointestinal
emergencies include gastric rupture (a physical tear in the stomach wall) and esophageal tears.
Chronic dehydration and electrolyte imbalances can lead to poor kidney function, permanent
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kidney damage, and renal failure. Starvation can also lead to liver failure.*5%” In people with type
1 diabetes, restricting insulin as a way to lose weight can lead to diabetic ketoacidosis.*’

One significant driver of the increased mortality rates in eating disorders is suicide. Obtaining
accurate estimates for suicide deaths in this population is complicated by the varied nature of
samples included in research, the significant number of people who never receive treatment,
and variability in the recording of suicide deaths. In a nationwide population—based study in
Denmark, approximately 14 percent of all deaths in individuals with an anorexia nervosa
diagnosis from 1977 to 2018 were due to suicide.*® Another Danish population—based study
found that people with all eating disorder diagnoses had about a 9 times greater rate of death by
suicide than the general population.*® Additionally, when comparing people with anorexia
nervosa and bulimia nervosa with age-and-gender-matched comparators, people with anorexia
nervosa were 18 times more likely to die by suicide and people with bulimia nervosa were 7
times more likely.*>®

Suicidality and suicide attempts are common among eating disorder diagnoses. A 2023
systematic review and meta-analysis estimated pooled prevalence across diagnoses of 51
percent for suicidal ideation and 22 percent for suicide attempts. The pooled prevalence of
suicidal ideation in bulimia nervosa was estimated to be 50 percent, while the estimate for
suicide attempts was 25 percent. For anorexia nervosa, estimated prevalence for suicidal
ideation was 50 percent and 17 percent for suicide attempts.5! In a study of suicidal ideation and
suicide attempts in adults with binge-eating disorder, incidence of suicidal ideation in the binge-
eating disorder cohort was approximately 5 times greater than in the matched comparison
group, and the incidence of suicide attempts was approximately 9 times greater in the binge-
eating disorder cohort.%? In a sample of 3,299 adults who screened positive for
avoidant/restrictive food intake disorder, the prevalence of suicidal ideation was 22.9 percent.53

Awareness of the risk of death from medical complications and suicide is crucial for clinicians
treating individuals with eating disorders. Programs that serve people with eating disorders or that
are designed specifically for this population need to ensure that individuals are appropriately
monitored for medical stability and connected with medical services when necessary. Further, with
state plans to address and reduce suicide rates, it is important for state behavioral health leaders
to identify methods to help reduce the rates of suicide among people with eating disorders.
Ensuring that care providers are familiar with the 988 Suicide & Crisis Lifeline, are educated in
suicide risk assessment and suicide prevention, and are aware of community-based crisis
resources is crucial to improving outcomes for individuals with eating disorders.

Risk factors

Several genetic and psychosocial risk factors have been identified for the development of eating
disorders. Ongoing research aims to better understand the relative contributions of and
interactions between these risk factors to design primary prevention strategies and tailored
treatment interventions.

GENETIC

Familial studies of anorexia nervosa and bulimia nervosa have found higher numbers of lifetime
diagnosis of eating disorders in relatives of people with eating disorders than in relatives of
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healthy controls.>* Twin studies have found significant heritability of anorexia nervosa, bulimia
nervosa, and binge-eating disorder.>® Recently, genome-wide association studies of anorexia
nervosa have reported significant positive genetic correlations between anorexia nervosa and
other psychiatric disorders and traits. This means that some of the same genetic factors that
increase risk for anorexia nervosa also increase the risk for psychiatric disorders. Moreover,
genetic factors that increase risk for anorexia nervosa were also found to decrease risk for
metabolic factors like type 2 diabetes and physical traits like high body mass index (BMI).%® This
work has opened a line of scientific inquiry focusing on both psychiatric and metabolic factors
underlying anorexia nervosa. Ongoing work with binge-eating behavior suggests similar genetic
correlations as anorexia nervosa with psychiatric traits but divergent results with metabolic and
physical traits, demonstrating differences in genetic contributions across eating disorder
presentations.®’

PSYCHOSOCIAL

Some documented psychosocial risk factors for eating disorders are nonspecific, meaning they
are shared with other psychiatric disorders such as childhood maltreatment, exposure to physical
or sexual violence, and negative affect.®%° For example, in a meta-analysis of types of childhood
maltreatment (sexual, physical, emotional, or a combination of these), prevalence was examined
in people with eating disorders compared with healthy controls and people with other psychiatric
diagnoses (primarily depression and substance use disorders). The analysis yielded significantly
higher odds of all types of maltreatment in anorexia nervosa, bulimia nervosa, and binge-eating
disorder compared with healthy controls. However, compared with other psychiatric ilinesses, the
differences were nonsignificant.®® Risk factors that are specific to eating disorders include dieting
behaviors, body dissatisfaction, and weight and shape concerns.®’

Psychiatric conditions that co-occur with eating disorders

Eating disorders co-occur with many other psychiatric disorders. In a large-scale study in Sweden,
more than 71 percent of people with an eating disorder had at least one comorbid DSM-IV
psychiatric condition.®? The most common co-occurring conditions are anxiety disorders, mood
disorders, substance use disorders, and post-traumatic stress disorder. There has recently been
increasing interest in the co-occurrence of eating disorders, especially anorexia nervosa, and
autism spectrum disorders. Comorbid psychiatric conditions complicate the clinical picture and
can be associated with greater eating disorder pathology and worse prognosis.

ANXIETY DISORDERS

Anxiety disorders commonly are seen in individuals with all types of eating disorder diagnoses
(Box 1). Lifetime prevalence of co-occurring anxiety disorders in people with anorexia nervosa
ranges from 23 to 75 percent,®3-%4 and from 25 to 75 percent in individuals with bulimia
nervosa.?%-%¢ A Swedish study found rates of any anxiety disorder to be approximately 17
percent.®” Another study found lifetime prevalence of any anxiety disorder in a sample with
binge-eating disorder to be 37 percent.®® A review of the epidemiology of avoidant/restrictive
food intake disorder found comorbidity estimates of 9 to 72 percent across studies.*

Social anxiety disorder and elevated levels of social anxiety are significantly higher in people
with anorexia nervosa and people with bulimia nervosa compared with healthy controls, and
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higher levels of social anxiety are associated with longer duration of iliness, greater eating
disorder psychopathology, and older age.®® Social anxiety is also associated with greater eating
disorder psychopathology in individuals with binge-eating disorder."®

Generalized anxiety disorder (GAD) was found in about 48 percent of people with anorexia
nervosa in a treatment-seeking sample, and in about 31 percent of people with bulimia
nervosa.”! In one study, comorbid GAD and anorexia nervosa was associated with lower lifetime
BMI versus anorexia nervosa only, GAD only, and healthy controls.”> Obsessive compulsive
disorder also commonly co-occurs, with a meta-analysis of the comorbid lifetime prevalence
finding approximately 19 percent in anorexia nervosa and 14 percent in bulimia nervosa.
Longitudinal studies in the meta-analysis yielded lifetime comorbidity estimates of up to 44
percent in anorexia nervosa and 19 percent in bulimia nervosa. For binge-eating disorder, the
lifetime prevalence estimates across two studies were approximately 3 percent and
approximately 10 percent.”®

Box 1: Anxiety Disorders and Eating Disorders Frequently Co-Occur

Prevalence of any anxiety disorder is elevated across eating disorder diagnoses, with
estimated ranges as follows:

Anorexia nervosa: 23 to 75 percent

Bulimia nervosa: 25 to 75 percent

Binge-eating disorder: 17 to 37 percent
Avoidant/restrictive food intake disorder: 9 to 72 percent

Rates of generalized anxiety disorder are estimated to be as high as 48 percent in people
with anorexia nervosa and 31 percent among those with bulimia nervosa.

Co-occurring social anxiety is linked to more severe eating disorder symptoms across
diagnoses.

MOOD DISORDERS

Estimates of the lifetime prevalence of major depressive disorder in people with eating disorders
vary depending on the study. A 2007 literature review found lifetime prevalence estimates for
anorexia nervosa ranging from 9.5 to 71 percent in clinical samples and approximately 3 to 4
times higher than controls in community samples. In bulimia nervosa, the lifetime prevalence
estimates ranged from 20 to 70 percent in clinical samples and from 30 to 51 percent in
community samples.”* For binge-eating disorder, a Swedish study found individuals with binge-
eating disorder to be 7 times more likely to have major depressive disorder than controls (24
percent vs. 4 percent controls).®” Depression (specifically severe depression), and depressive
symptoms have been found to have a negative effect on weight gain in anorexia nervosa,’®

as well as more hospitalizations when comparing inpatients with anorexia nervosa and major
depressive disorder with inpatients with anorexia nervosa only.”® In a retrospective study of
inpatient hospitalizations for bulimia nervosa, comorbid major depressive disorder was
associated with increased odds of a longer admission.””
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Comorbidity between bipolar disorders and eating disorders has been examined in populations
with a primary bipolar diagnosis and with a primary eating disorder diagnosis. In a systematic
review and meta-analysis of studies in both populations, bipolar disorders (including type-I
bipolar disorder, type-Il bipolar disorder, and cyclothymia) occurred in 9 percent of people with
binge-eating disorder, while 12.5 percent of people with bipolar disorders endorsed binge-eating
disorder. Of people with bulimia nervosa, 6.7 percent endorsed bipolar disorders, while bulimia
nervosa occurred in 7.4 percent of people with bipolar disorders. Anorexia nervosa had the
lowest occurrence of bipolar disorders at 2 percent, while 3.8 percent of people with bipolar
disorders endorsed anorexia nervosa.’® Research in people with bipolar disorders has found
that comorbidity with an eating disorder increased the number of mood episodes (typically
depressive); research also indicates higher rates of comorbidity with substance use disorders,
anxiety disorders, and more frequent suicide attempts.”® In a study of individuals with eating
disorders, comorbid bipolar disorders were also associated with higher comorbidity of substance
use and anxiety disorders, and lifetime suicide attempts. Another finding of the study was
significantly higher scores on assessments of disordered eating symptoms, suggesting
increased severity for people with comorbid bipolar disorders versus those without.?'

An important factor in the treatment of anxiety and mood symptoms in people with eating
disorders is the effect of malnutrition. Across disorders and at any weight, malnutrition can
cause low mood, apathy, increased anxiety, difficulty concentrating, and sleep disruptions—all of
which are also symptoms of anxiety and mood disorders. Careful psychiatric and physical
assessment, addressing nutritional deficiencies, and subsequent reassessment of psychiatric
symptoms are necessary to ensure adequate treatment of the eating disorder and any co-
occurring disorders.

SUBSTANCE USE DISORDERS

Substance use, including the use of nicotine, caffeine, alcohol, prescription medications, over-
the-counter medications (e.g., laxatives, diuretics, and diet pills), and illicit substances, is not
uncommon with individuals who have an eating disorder. In a systematic review and meta-
analysis of DSM-IV eating disorders and substance use disorders, the pooled prevalence of
lifetime comorbid substance use disorder was 21.9 percent and the current prevalence was 7.7
percent. Additionally, lifetime prevalence of tobacco use was approximately 36 percent, 24
percent for caffeine use disorder, 21 percent for alcohol use disorder, 15 percent for cannabis
use disorder, 14 percent for cocaine use, and 9 percent for polysubstance use.®? Additionally, in
a Danish study, substance use disorders contributed to the excess deaths associated with
eating disorders.® Research also suggests a stronger association between substance use
disorders and bulimia nervosa and binge—purge behaviors than other eating disorders. One
potential reason for the stronger association between substance use disorders and bulimia
nervosa is that impulsivity, novelty seeking, and difficulty delaying gratification are associated
with both conditions.®

A particular consideration for comorbid eating disorders and substance use disorders is the
challenge of treating them simultaneously. Both eating disorders and substance use disorders
are associated with high relapse rates.®® A key clinical consideration is that presently there are
few treatment settings that can comprehensively treat both conditions together. Further, there
are no well-established evidence-based interventions for simultaneous treatment. As a result

STRENGTHENING SYSTEMS TO ADDRESS EATING DISORDERS 11



sunest N

individuals are left to seek treatment for a primary substance use disorder or eating disorder in
separate settings, and while receiving treatment for the symptoms of one disorder, people
experience a worsening of the symptoms of the other.8¢

POST-TRAUMATIC STRESS DISORDER

Co-occurrence of post-traumatic stress disorder (PTSD) with an eating disorder increases the
rate of treatment dropout and the recurrence of eating disorder symptoms compared with
people with eating disorders who do not have PTSD.#" A review of the literature on the impact of
PTSD on eating disorder treatment and eating disorders on PTSD treatment found that
comorbid PTSD has negative effects on outcomes of eating disorder treatment and that
comorbid eating disorders also have a negative impact on outcomes of PTSD treatment.
Research is ongoing about the best approaches to treat co-occurring PTSD and eating
disorders, including integrated care options.?® When treating people with both conditions,
clinicians should consider how to ensure that symptoms of both are sufficiently addressed and
that clinical staff treating people in a setting specialized for one condition are well versed in the
treatment of the other.®®

ATTENTION-DEFICIT/HYPERACTIVITY DISORDER

Research into the prevalence of attention-deficit/hyperactivity disorder (ADHD) in eating
disorder populations and eating disorders in ADHD populations found elevated prevalence in
both groups. A comprehensive review found that people with ADHD had higher odds of having
an eating disorder compared with people without ADHD. Specifically, their odds were 4.3 times
greater for anorexia nervosa, 5.7 times greater for bulimia nervosa, and 4.1 times greater for
binge-eating disorder. The eating disorder population (inclusive of all diagnoses) had 2.6 times
greater odds of having ADHD versus those without an eating disorder, and in people with binge
eating (binge-eating disorder or loss of control eating), the odds were 5.77 times greater than
those without binge eating.*®

AUTISM SPECTRUM DISORDERS

There is a small but growing body of research on the occurrence of autism spectrum disorders
(ASD) and autistic traits in eating disorders. A 2013 systematic review of ASD in eating
disorders found a mean prevalence of approximately 23 percent with a range from 8 to 37
percent, far exceeding the general population rate.®' Although there are definitely elevated
levels of characteristic traits of ASD in people with eating disorders, it is difficult to discern
whether those symptoms represent ASD, whether the symptoms are due to the iliness state, or
whether there are overlapping symptom presentations.®? It is also difficult to get an accurate
picture of comorbidity between the conditions given the higher prevalence of eating disorders in
females, and challenges with the identification of ASD in females (potentially related to issues
such as different symptom presentations or a better ability to mask symptoms in females).®® Of
note, people with ASD and higher autistic traits report difficult experiences of eating disorder
treatment and may be at greater risk for hospitalization and longer inpatient stays. Clinically,
there are questions as to whether group and cognitive-based interventions are well suited to
those with ASD.** When determining how best to serve people with co-occurring eating
disorders and ASD, clinicians with expertise in both conditions should collaborate to determine
the best interventions and settings.
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Treatment

Treatments for eating disorders vary depending on the diagnosis and the age of the person with
the disorder. Due to the varied severity of physical and psychiatric consequences, there are
multiple settings and levels of care in which people can receive treatment. These settings
include outpatient care; intensive outpatient and partial hospitalization programs; residential
settings; and inpatient specialty eating disorder, medical, and psychiatric settings (Figure 1). At
the outpatient level, the American Psychiatric Association (APA) recommends a multidisciplinary
team, including a combination of a psychiatrist, therapist, primary medical provider, and
registered dietitian who have experience and expertise treating eating disorders.®® Optimally,
people receive treatment in specialty eating disorder settings. However, many receive care in
general medical and psychiatric settings, which may or may not have a specific protocol for
treating people with eating disorders.

Figure 1: Levels of Care in Eating Disorder Treatment

Levels of Care in Eating Disorder Treatment
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CONSIDERATIONS FOR LEVEL OF TREATMENT

Whether an individual is appropriate for outpatient treatment or needs a higher-intensity
intervention depends on a number of clinical indicators (e.g., medical stability, thoughts,
behaviors, and affect) and personal circumstances (e.g., geographic access to treatment, cost
of care, work, school, or childcare). The APA provides a number of considerations for level-of-
care determinations, including the following:
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e any symptoms that indicate current (or risk of) medical instability requiring management
in a hospital;

e symptoms indicative of a need for inpatient psychiatric hospitalization;

e co-occurring medical or psychiatric conditions that warrant higher-intensity treatment;

worsening or lack of improvement in the person’s symptoms during outpatient or lower-

intensity treatment;

the need for high-intensity monitoring support to manage disordered eating behaviors;

the individual’s relative motivation, insight, and engagement with treatment;

ongoing stressors and engagement with a support system; and

any practical considerations such as location; work, school, or familial responsibilities; or

financial constraints.%®

Although clinical considerations should determine the level of care a person receives, often
circumstances such as geographic access to treatment, the need to continue working to pay
bills, or caregiving responsibilities may preclude someone from accessing treatment that
requires being away from home. Additionally, health insurance coverage can often dictate what
care is accessible. For example, Medicaid routinely does not cover residential treatment for
adults, and coverage for nutrition services varies significantly between states. When people are
in treatment, commercial insurers require utilization reviews at varying intervals and have used
a range of criteria to determine approvals or denials of additional treatment.”'?

NON-PHARMACEUTICAL INTERVENTIONS

There are a variety of non-pharmaceutical interventions available for treatment for eating
disorders (Table 3). For anorexia nervosa, there are a number of psychotherapeutic
interventions for adults including cognitive behavioral therapy (CBT) (both CBT for anorexia
nervosa [CBT-AN] and enhanced CBT [CBT-E] for eating disorders), focal psychodynamic
therapy (FPT), interpersonal psychotherapy (IPT), the Maudsley Model of Anorexia Nervosa
Treatment for Adults (MANTRA), and specialist supportive clinical management (SSCM). Each
of these psychotherapies has shown modest efficacy, particularly at increasing weight, but there
is no clear superior intervention.%

For adolescents and emerging adults (ages 18-26), family-based treatment (FBT) for anorexia
nervosa, adolescent focused therapy (AFT), and CBT-E have been found to have similar
outcomes, although research found that FBT had better full remission outcomes at long-term
follow-up than AFT.®7°® The central approach of FBT is that parents or other caregivers initially
take responsibility for renourishing the person with the eating disorder (including choosing and
plating food and post-meal monitoring). Accordingly, this intervention is best suited to people
who have a strong support system in place.

The first-line psychotherapeutic intervention for bulimia nervosa and binge-eating disorder is
CBT-E. It has been shown to be effective for both eating disorders when delivered in individual
or group settings.'%%'%! For bulimia nervosa, CBT-E is the most well studied intervention,
although APA practice guidelines note that elements of other interventions such as IPT and
psychodynamic therapies are often incorporated into treatment. The guidelines note that
dialectical behavior therapy (DBT) may also be useful for bulimia nervosa, especially when the
individual has another condition, such as suicidality or a personality disorder, for which DBT is
effective. In addition, for binge-eating disorder, IPT has been shown to be effective.®® In
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adolescents and emerging adults with bulimia nervosa, FBT is similar to FBT for anorexia
nervosa but has a slightly different focus. Where the focus is weight restoration in anorexia
nervosa, it is more about normalizing disordered eating behaviors and addressing underlying
emotions such as secrecy and shame around the behaviors for bulimia nervosa.'??

Treatments for avoidant/restrictive food intake disorder are an area of ongoing research. To
date, CBT for avoidant/restrictive food intake disorder (CBT-AR), FBT for avoidant/restrictive
food intake disorder (FBT-ARFID), and intensive multidisciplinary treatment (physician, nurse
practitioner, psychologist, registered dietitian, speech-language pathologist, occupational
therapist, social worker) have been tested. CBT-AR has been tested in children, adolescents,
and adults and showed improvements for all groups. FBT-ARFID has shown early signs of
efficacy and feasibility in the treatment of children and adolescents.'3-1% Much less is known
about how best to treat adults with avoidant/restrictive food intake disorder.

Table 3: Non-pharmaceutical Interventions for Eating Disorder Treatment

Brief Description

Cognitive behavioral therapy
(CB T) 105-106

CBT-BN (bulimia nervosa)
CBT-AN (anorexia nervosa)

CBT-E (enhanced for eating
disorders [transdiagnostic])

CBT-AR (avoidant/restrictive food
intake disorder)

Structured, typically lasting 20—40 sessions with
homework to be completed outside of session
Focuses on current presentation and symptoms (not
causes of the eating disorder)

Addresses relationship between thoughts (e.g.,
preoccupation with food, weight, shape), feelings, and
behaviors (e.g., restrictive eating, purging) that
maintain eating disorders

CBT-E designed as transdiagnostic and flexible for
different presentations

Focal psychodynamic therapy
(FPT)7

Structured treatment of up to 50 sessions

Develop a person-centered hypothesis for what
symptoms mean to the individual, how they affect the
individual’s life and relationships

Interpersonal psychotherapy
(/ PT) 108

Structured treatment, 16—20 sessions over 4—5 months
Focuses on present interpersonal difficulties that drive
or maintain eating disorder symptoms

Shares core design with IPT for depression

Four interpersonal domains: grief, interpersonal role
disputes, role transitions, and interpersonal deficits

Maudsley Model of Anorexia
Nervosa Treatment for Adults
(MANTRA)199

Includes seven modules typically over 20—40 sessions
but pace is directed by the person receiving services
Intervention targets mapped to predisposing and
maintaining domains of “emotional and social mind,
identity, thinking styles, and relationships”
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Treatment Brief Description

e Highly collaborative with the individual in care and the
therapist and can involve other support people
including family and friends

Specialist supportive clinical e Let by the person receiving services

management (SSCM) "0 e Clinical management including supporting goals
around weight gain and addressing any medical
complications

e Supportive therapy to address life issues affecting the
eating disorder as identified by the individual in care

e Highly flexible

Family-based treatment (FBT)'"? e Typically 15-20 sessions over 6—-12 months

o Targeted to adolescents and young adults who live
with parents/caregivers

o Focuses on current presentation (not causes of the
eating disorder)

e Parents/caregivers take primary responsibility for
renourishment and interruption of eating disorder
behaviors (e.g., restriction, purging) in initial phase

e Return of responsibility to person with the eating
disorder and addressing cognitions and emotions in
later phases

e Adaptable for anorexia nervosa, bulimia nervosa, and
avoidant/restrictive food intake disorder

Adolescent-focused therapy ¢ Individual therapy for adolescents

(AFT)"2 e Especially indicated when FBT is not appropriate or
feasible or following a course of FBT

e Focuses on coping strategies to promote behavior
change and manage challenges of adolescent
development

Dialectical behavioral therapy e Structured treatment, typically 20—40 sessions
(DBT)™" including individual therapy, skills groups, and phone
coaching

e Focuses on emotion dysregulation and distress
tolerance as core contributors to disordered eating
behaviors

o Targets symptoms like binge eating, purging, and self-
harm through skills training in mindfulness,
interpersonal effectiveness, and emotion regulation
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PHARMACEUTICAL INTERVENTIONS

To date, there are no U.S. Food and Drug Administration (FDA)—approved pharmaceutical
treatments for anorexia nervosa. Clinical trials of antidepressants (fluoxetine, amitriptyline,
citalopram), antipsychotics (olanzapine, risperidone, quetiapine, pimozide, sulpiride), and lithium
have been conducted—with a systematic review concluding that insufficient evidence exists to
support pharmaceutical interventions for the treatment of either eating disorder-related
psychopathology or weight gain.' Considerable interest has emerged in investigating the
potential benefit of medications in the treatment of avoidant/restrictive food intake disorder, but
presently studies have consisted primarily of retrospective chart review and case reports/series.
As a result, no medications have established efficacy as a routine first-line treatment for ARFID;
however, pharmacotherapy may be considered adjunctively to target comorbidities or specific
symptoms when clinically indicated. 518

For adults with bulimia nervosa, fluoxetine is the selective serotonin reuptake inhibitor of choice
with the greatest evidence of efficacy and the only drug with FDA approval for the condition. A
randomized controlled trial found that a dose of 60 mg was more effective than 20 mg or
placebo;™® prescribers should evaluate side effects and other clinical factors in determining the
best dose for an individual. It can be prescribed either when starting psychotherapy or if a
person does not respond to an initial course of psychotherapy. In treating binge-eating disorder,
evidence supports the effectiveness of antidepressant medications, topiramate, and
lisdexamfetamine for reducing the frequency of binge episodes and reducing obsessions and
compulsions around eating. Only lisdexamfetamine has FDA approval for the treatment of
moderate to severe binge-eating disorder; prescribers should consider misuse potential and
other contraindications/precautions when clinically relevant. There was no evidence to support
the choice of one antidepressant versus another.'?° For all eating disorders, bupropion is
contraindicated in individuals with current or prior bulimia nervosa or anorexia nervosa due to
increased seizure risk.

SCREENING TOOLS FOR USE IN MEDICAL AND PUBLIC MENTAL HEALTH
SETTINGS

There are a number of screening tools (Appendix A) that can be used to assess problematic
eating behaviors and eating disorders. Which screening is most useful depends on the setting and
the population being screened. Additionally, when determining which tool to use, an important
consideration is whether the goal is to maximize ruling in an eating disorder or ruling one out.

The SCOFF questionnaire'?! is a brief screener that looks at the core features of anorexia
nervosa and bulimia nervosa. It consists of five questions that have been shown to be equally
reliable when asked orally or in written format.'?? This questionnaire was designed for use in
primary care settings to identify probable cases to refer for assessment with a trained clinician.
It is not designed to be a diagnostic tool. The SCOFF is found to be most sensitive in women
with anorexia nervosa and bulimia nervosa and less sensitive in men and in people with binge-
eating disorder."?3

Leveraging the usefulness of the SCOFF screening, the National Center of Excellence for
Eating Disorders developed Screening, Brief Intervention, and Referral to Treatment for
Eating Disorders'?* to assist healthcare providers to manage eating disorders in their practice.
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It provides an online tool to administer the SCOFF to an individual and provides real-time scores
and assessment of risk level, guidance on talking points based on the individual's responses,
pre-written notes for use in an electronic health record, and a referral guide to assist the
individual with connecting to specialty care. Information about the screening is located at
https://nceedus.org/sbirt-screening-tool/.

The Eating Disorder Screen for Primary Care (EDS-PC) is a four-question screening that was
developed using questions shown to be associated with disordered eating or eating disorders in
previous studies with populations of college-age females,'?® bulimia nervosa in primary care
settings,’?® and male active duty Navy service members.'?” While both the EDS-PC and the
SCOFF are similarly effective at identifying potential eating disorders (sensitivity), the EDS-PC
is superior at correctly identifying those who do not have one (specificity).'?

The Screen for Disordered Eating (SDE) is the first screening tool designed to detect binge-
eating disorder alongside anorexia nervosa and bulimia nervosa, as it was developed after
binge-eating disorder was added as a unique diagnosis in the DSM-5. The SDE is a five-item
screening that draws its questions from other validated measures including the SCOFF, the
Patient Health Questionnaire (PHQ)-9, the Minnesota Eating Behavior Survey, and the Eating
Attitudes Test-26. A study showed that for detecting any eating disorder, the screening captures
9 out of 10 people who have an eating disorder, but it also produces false positives
approximately 4 out of 10 times. When compared with the SCOFF and EDS-PC in terms of
correctly classifying cases of binge-eating disorder, anorexia nervosa, bulimia nervosa, and any
eating disorder, the EDS-PC was superior to the SDE and SCOFF at identifying any eating
disorder, as well as bulimia nervosa and binge-eating disorder, and the SDE was superior at
identifying anorexia nervosa. However, the SCOFF was superior to both in ruling out cases of
any eating disorder and each specific eating disorder diagnosis, while the SDE was superior in
all categories to the EDS-PC."%8

The seven-item Binge Eating Disorder Screener (BEDS-7) is a brief screening for binge-
eating disorder that aligns with the diagnostic criteria in the DSM-5. It is intended for use in
general medical settings to identify people with probable binge-eating disorder for additional
evaluation or referral. In a validation of the BEDS-7 across 42 countries and 26 languages, the
screener was found to be structurally valid across languages and countries, but the authors
highlight the need to consider how cultural factors may influence clinical presentations and how
people may respond to screening questions.'2%-130

Existing state and local initiatives for eating disorders

State and local governments have taken a number of different approaches to addressing eating
disorders in their residents, examples of which are described below. Some advocacy efforts and
legal actions at the state and federal level have yielded gains in policymaking and enforcement
that have brought attention to the needs of people with eating disorders. For example, in 2008,
class action lawsuits for eating disorder treatment health insurance coverage denials in New
Jersey resulted in Aetna and Horizon Blue Cross reaching settlements of $250,000 and $1.2
million, respectively. Further, after introducing it multiple times beginning in 2009, in 2015,
Missouri’s legislature passed a law that incorporated specific requirements that insurers base
their medical necessity determinations not only on weight but also on consideration of the APA
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guidelines. Despite slow and steady work, research on spikes in hospital admissions for eating
disorders during the acute phases of the COVID-19 pandemic'3''* and increased media
coverage in major outlets'34%8 in the last 5 years have brought renewed attention and action at
the state and federal level.

In addition to insurance coverage regulations, to enhance the ability to recognize and treat
eating disorders across a life course, some states have signed resolutions to recognize Eating
Disorder Awareness Week, some have convened official working groups, committees, or
councils to study eating disorders in their residents, and others have taken steps to formalize
resources and services.

Below are a range of approaches states and counties have taken. Some initiatives are ongoing
(New York, California, Missouri, Kentucky), and others are targeted and time limited (San
Francisco County, Vermont). Across all the initiatives is an emphasis on the need to provide
training to larger numbers of healthcare professionals across disciplines and increase
availability for specialty services—especially for low-income and geographically varied
populations.

NEW YORK COMPREHENSIVE CARE CENTERS FOR EATING DISORDERS

In 2004, the New York State legislature codified comprehensive care centers for eating
disorders (CCCEDs) as MHY Chapter 27, Title E, Article 30, which defines a CCCED as

a provider system of care, organized by either corporate affiliation or clinical association
for the common purpose of providing a coordinated, individualized plan of care for an
individual with an eating disorder, across a continuum that includes all necessary non-
institutional, institution and practitioner services and treatments, from initial screening
and evaluation, to treatment, follow-up care and support.

CCCEDs are overseen by the state Office of Mental Health. The centers are located in Western
New York, Northeastern New York, and Metropolitan New York to provide access broadly across
the state. The state designates the CCCEDs based on applications—with the most recent
request for applications in 2023. Presently, and since the legislation went into effect, the
Western New York CCCED is being run out of the University of Rochester School of Nursing in
partnership with Golisano Children’s Hospital and a community partner, the Healing Connection;
the Northeastern New York CCCED is run out of Albany Med Health System in partnership with
HPA/LiveWell; and the Metropolitan New York CCCED is run out of Columbia University Medical
Center/The New York State Psychiatric Institute, Weil Cornell Medical Center/New York-
Presbyterian Hospital, and Cohen Children’s Medical Center.

The specific structure and programming of each CCCED varies depending on the needs of the
people it serves. In addition to treatment, services include support groups for patients and
families, care management, care coordination, and resources and educational materials for
community members and professionals including healthcare providers, schools, and insurers.
For example, for education and training, the Western New York center hosts a Project ECHO (a
learning framework for a cross-disciplinary, peer community for learning, sharing, and support)
for eating disorders for professionals of all kinds and another for school professionals. The
Metropolitan CCCED created an educational program called preparED that provides training
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modules on eating disorders for generalist clinicians. Although the CCCEDs are codified in New
York State law, they are subject to the budgetary allocations of the state legislature and must
routinely advocate to ensure that they receive continued, sufficient funding to maintain the
services they provide.'3%-142

CALIFORNIA MEDI-CAL SPECIALTY MENTAL HEALTH SERVICES
PROGRAM

California’s Medicaid program (Medi-Cal) is administered by the state’s Department of Health
Care Services (DHCS). The Specialty Mental Health Services (SMHS) program is run under the
CalAIM 1115 demonstration and Section 1915(b) waiver. 314 This program is overseen by
DHCS, which provides services through county mental health plans (MHPs). Having counties
manage the Medicaid program for their residents allows for greater flexibility to deliver services
in ways that make sense for the demographic and geographic distribution of the county.

While the general structure of California’s model is not specific to eating disorders, in March
2022, DHCS issued Behavioral Health Information Notice No: 22-009 and All Plan Letter 22-003
to clarify the responsibilities of the MHPs and the Medi-Cal managed care plans (MCPs) in the
provision of services to people with eating disorders. It is specified that MHPs manage the
psychiatric care and MCPs manage the physical health care. The notice and letter outline who
is responsible for what aspects of care specific to eating disorders, stating,

For partial hospitalization and residential eating disorder programs, MHPs are
responsible for the medically necessary SMHS components, and MCPs are responsible
for the medically necessary physical health components.

The Behavioral Health Information Notice and All Plan Letter further elucidate the requirement
that the MCPs are responsible for the medical case management services to include care
coordination and ensure beneficiaries are receiving “medically necessary care, whether those
services are delivered within or outside of the [MCP’s] provider network.”'*® They specify that
the MCPs are responsible for identifying treatment, arranging care, and verifying that services
were provided for partial hospitalization and residential eating disorder treatment.

The specification of responsibility to provide services and the explicit inclusion of eating
disorders in Medi-Cal make such disorders more visible. These directives provide concrete
documentation for people seeking care through Medi-Cal that their county and insurer are
responsible for getting them appropriate care, and that extends to out-of-network options if that
is the most appropriate care. The policy itself is significant, but counties and MCPs are still
subject to variation and potential gaps in available services (for example, counties with
academic medical centers are more likely to have access to specialty care), the ability and
willingness of providers to treat individuals with eating disorders based on their complexity,
insufficient clinician training and expertise, and difficulty with negotiating contracts or single-case
agreements with higher levels of care (intensive outpatient treatment through inpatient
hospitalization). 46
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SAN FRANCISCO COUNTY TRAINING IN FAMILY-BASED TREATMENT FOR
CLINICIANS IN PUBLICLY FUNDED SETTINGS

In 2018, the San Francisco Department of Health coordinated a training with clinicians and
researchers at the University of California, San Francisco to deliver a training in FBT as it had
identified an increasing number of young people with anorexia nervosa and atypical anorexia
nervosa. Clinicians from six mental health agencies were invited to participate in a two-day
training followed by a year of weekly supervision. Consideration was given to the likely need to
offer adaptations to the standard FBT protocol to align with the socioeconomic status and life
experiences of the Medi-Cal population (compared with the participants who may have been
studied in the FBT trials). Further, the training included skills in assessing for eating disorders
given that many of the participating clinicians had little to no experience with them. Additionally,
the county implemented a streamlined referral process to facilitate ease of placing individuals in
outpatient FBT services.'’

In a study examining the experiences of care providers that worked alongside the newly trained
clinicians, physicians reported feeling increased optimism about patient outcomes when
collaborating with clinicians delivering FBT. They expressed appreciation for the training of
clinicians who spoke a range of languages and for clinicians being able to respond to the breadth
of patient cultural backgrounds." The training of providers already working in community settings
and the attention to cultural context serves as a replicable model for states to consider. Moreover,
the research on this training highlighted that many clinicians working in community settings do not
recognize eating disorders, which presents another potential training target.

VERMONT HEALTH DEPARTMENT EATING DISORDERS WORKING GROUP

In May 2022 the Governor of Vermont signed Act 115, an act relating to miscellaneous
Department of Health programs. Section 13 of Act 115 created a working group for eating
disorders tasked with evaluating the status of services for people with eating disorders in the
state and making recommendations to the General Assembly. The group comprised the
Commissioner of Mental Health (or a designee) as chair, the Commissioner of Health (or a
designee), a representative from each of Vermont Care Partners (a network of community-
based agencies that provide services for mental health and substance use disorders and
intellectual and developmental disabilities), the state’s school nurses association, Vermont’s
colleges and universities, and a representative with relevant expertise from the Vermont Medical
Society and the Vermont chapter of the American Nutrition Association. The group submitted its
report to the General Assembly in February 2023, when it ceased to exist. In its report, it made
the following recommendations:

1. Establish intensive outpatient program and partial hospitalization program offerings
in Vermont.

2. Create opportunities for more eating disorder training (courses, seminars, webinars,
conferences) for all healthcare professionals, especially those caring for youth.

3. Encourage routine screening for eating disorders in the primary care setting through the
use of standardized tools and growth curves.
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4. Establish a continuing medical education requirement for healthcare professionals on
eating disorders, especially for pediatricians, family physicians, and psychiatrists.

5. Provide annual multidisciplinary and free-of-cost training to primary care physicians,
mental healthcare providers, social workers, registered dietitians, and schools to
increase awareness of informed approaches to detecting and supporting those in need
of eating disorder treatment.

6. Provide education to school staff, including health educators, physical education
teachers, coaches, school nurses, counseling staff, and administrators about prevention,
the impact of language, and identification of eating disorders in young people.

7. Create public health messaging for individuals, families, school staff, and the general
public about eating disorders: how to prevent, identify, and seek help early. 4

In addition, in September 2024, the Department of Mental Health partnered with the National
Alliance for Eating Disorders and the Emily Program to provide approximately 100 mental health
clinicians with training on eating disorders over two days. The training addressed screening,
assessment, diagnosis, and treatment of eating disorders in all age groups. Continuing
education credits were awarded for psychologists and counselors.

MISSOURI EATING DISORDERS COUNCIL AND KENTUCKY EATING
DISORDER COUNCIL

The Missouri Eating Disorders Council was passed into law by the Missouri General Assembly
in 2010 and is codified in the Missouri Revised Statutes Section 630.575, with specific
education and awareness programs codified in Section 630.580. The council’s primary
responsibilities include “leading eating disorders education, awareness, and treatment initiatives
throughout the state, and promoting increased access to evidence-based therapies, and other
treatments of proven effectiveness.”'*® The council partners with the Department of Mental
Health as well as the Departments of Health and Senior Services, Elementary and Secondary
Education, and Higher Education and community partners and stakeholders. It provides online
trainings (past trainings are available on its website) targeted at mental health professionals,
dietitians, school nurses, and providers in medical settings in line with the specified programs in
Section 630.580.

In 2020, through KRS 210.051, Kentucky created a similar program, the Kentucky Eating
Disorder Council. One difference in the responsibilities of the Kentucky council is an explicit
mandate to collaborate with the Cabinet for Health and Family Systems to identify potential
research projects and take an active role in managing or coordinating those projects (as
possible given the unpaid nature of the council members’ work). In its first annual report to the
legislature in December 2021, the council reported dividing into subcommittees to align with its
mandated responsibilities, including subcommittees on education and prevention, research, and
advocacy and legislation.'° Its full council and subcommittee meetings are open to the public.'®"
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Considerations for state mental health departments

A range of opportunities exist for state mental health departments to improve identification of
and support for people with eating disorders. Specifically, opportunities to support people who
are publicly insured and/or participate in other state-run mental health programming afford
multiple avenues for change. The following are key actions state mental health departments can
take to strengthen identification, treatment, and support for individuals with eating disorders:

o Offer eating disorders-related training for nonclinician professionals and
healthcare providers across disciplines

A major opportunity for mental health departments is to provide training in assessment,
diagnosis, and treatment of eating disorders. For people who work outside of mental
health, recognition of eating disorders and familiarity with available resources is a crucial
step that can increase early identification, referral, and treatment (generally improving an
individual’s prognosis). Trainings can focus on medical providers such as primary care
clinicians (physicians, nurses, nurse practitioners, physician assistants), teachers,
school nurses, athletic coaches and trainers, religious leaders, or anyone who is in a role
that would be appropriate. For mental health clinicians, more in-depth training
opportunities in assessment, diagnosis, and treatment could facilitate expanding the
number of providers available across the state and increase capacity in settings such as
community mental health centers, federally qualified health centers, and clinics that
serve remote populations who currently have fewer outpatient specialist options.

e Partner with state education agencies to identify opportunities for staff training,
student screening, and collaboration on resource development and planning

To provide trainings to teachers, school nurses, and school-based athletic coaches and
trainers, state mental health departments could leverage existing relationships (or
establish new partnerships) with state education agencies. In addition to the recognition
of signs and symptoms, staff in educational settings are also responsible for ensuring
students’ academic success during and after medical leaves of absence, in compliance
with Section 504 of the Rehabilitation Act of 1973"%? (protecting rights of individuals with
disabilities in programs that receive federal funding from the Department of Education)
and any state or local policies about facilitating a return to the classroom after a leave.
State mental health departments could ensure that eating disorders are covered as part
of any ongoing, school-based psychiatric screening initiatives or training programs and
partner on the development of content in cases where it is not included. They could also
collaborate with education departments to develop referral resources and pathways and
guidance documents about any specific needs for students with eating disorders who
are returning to school.

e Leverage state mental health leadership and state Medicaid partnerships to
identify potential gaps in coverage and treatment options for people with eating
disorders

State-level design of Medicaid programs and variation in the availability of specialty
eating disorder treatment options that accept public insurance can leave gaps in
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treatment for children and adults enrolled in Medicaid. Collaboration between state
behavioral health leaders, state Medicaid program leaders, and, if applicable, Medicaid
managed care partners could identify where gaps in coverage may exist and strategize
how to ensure that people with eating disorders receive appropriate, timely care.

e Screen for and recognize eating disorders at touchpoints with state health and
mental health programs or other social service programs

Whether state health and mental health departments offer services directly or through
contracts, incorporating screenings into program intakes or routine touchpoints could
improve recognition of people in need of additional supports or monitoring. For example,
intake assessments for supported housing programs or psychiatric rehabilitation
programs offer an opportunity to conduct a brief screening and make a referral for more
in-depth evaluation if necessary.

¢ Ask questions about eating behaviors in all psychiatric evaluations regardless of
the presenting problem

In addition to opportunities to increase screening in state health and mental health
programs, ensuring that people who are seen for a psychiatric evaluation in both acute
and ambulatory care settings are screened can identify individuals who need help with
eating disorders. These questions are often skipped—especially when the presenting
problem or the patient demographics are less stereotypically associated with an eating
disorder. Providing training and integrating eating disorder screening questions into
standardized psychiatric intakes and comprehensive evaluations will improve clinicians’
ability to treat people where symptoms of an eating disorder and one or more other
psychiatric conditions may complicate the clinical picture. Routinely including such
questions will also potentially improve insight into the epidemiology of eating disorders
and their clinical picture as more real-world data on eating behaviors in other psychiatric
conditions is gathered.

e Provide guidance or support for individuals and families managing an eating
disorder who access food assistance programs

Regardless of the specific eating disorder diagnosis, treatment and recovery typically
involve a normalization of eating behaviors, potentially increasing the variety of foods
eaten, and, for some people, significantly increasing the amount of food consumed.
Given the variations in the design of nutrition assistance programs such as the
Supplemental Nutrition Assistance Program (SNAP), Special Supplemental Nutrition
Program for Women, Infants, and Children (WIC), and any state or local programs,
people in recovery from eating disorders or caring for someone in recovery may need
tailored assistance identifying how to maximize their benefits to align with prescribed
treatment plans. Examples include having a registered dietitian aid in planning a
recovery diet considering the financial limits of benefits or availability of food in areas
where nutritious, affordable food is scarce and developing specific and easily accessible
resources to help individuals and families. The development of such resources should
be conducted by registered dietitians or other appropriate clinicians with expertise and
training in eating disorders.
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¢ Recognize eating disorders and disordered eating in mental health programs,
including observing or eating with the person receiving services, offering nutrition
or exercise education, or assisting with grocery shopping or meal preparation

Programs where an individual may be observed eating a meal or working on skills
around meal planning or preparation, such as partial hospitalization programs,
psychiatric rehabilitation programs, or assertive community treatment teams, present
opportunities for identification of disordered eating behaviors and eating disorders.
Ensuring that programs have a staff member with appropriate training would allow
individuals to be identified who may need additional support, adaptations to standard
interventions (such as nutrition guidance or exercise recommendations), or consultation
with an eating disorder specialist.

¢ Conduct research on the epidemiology of eating disorders and the availability
of treatment

Without information on the populations most affected by eating disorders and the
barriers and facilitators to timely, appropriate care, it is difficult for states to know which
interventions and approaches would be most beneficial. Opportunities exist for states
either to collect data directly on the incidence and prevalence of eating disorders in their
residents or to use existing data sources. States could conduct a specific study or
include eating disorder—specific questions or modules in existing studies (such as
including the eating disorder—specific items in the state-specific Youth Risk Behavior
Surveillance System survey).'>® Another option to consider is using data from their
Medicaid claims, an all-payer claims database, or hospital utilization records to examine
treatment utilization and costs associated with treatment of eating disorders. By gaining
insight into which residents are affected and in which locales, states can best allocate
resources for awareness, education, prevention, and treatment.

e Build capacity across the state hospital and public mental health system to
recognize and treat eating disorders

Across the spectrum of treatment settings from outpatient, office-based clinical care to
inpatient hospitalizations, people receiving care in the public system are typically less
able to access specialized eating disorder services. Whether it is in community-based
mental health centers, state psychiatric hospitals, or crisis services, providing education
and training to clinical staff in the recognition and treatment of eating disorders would
increase access to services for a population that cannot easily access private services.
Ensuring that protocols exist to care appropriately for people with eating disorders in
state hospitals would support staff in those settings in managing eating disorder
behaviors for people with both primary eating disorders and those receiving treatment for
another psychiatric condition with a co-occurring eating disorder. Given that states have
an understanding of the needs of people who access public mental health services, they
have the opportunity to take that understanding and ensure that there are eating
disorder services designed to meet such people’s needs. Academic medical centers and
public hospitals with specialty eating disorder services may also serve a diverse
population and have insight into the gaps in services for people who may access
community mental health centers or state psychiatric facilities.
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¢ Recognize severe presentations that may require involuntary treatment

A lack of awareness of the severity of low weight is one of the diagnostic criteria for
anorexia nervosa. Often, when someone presents for treatment, they do so at the
behest of family members, medical providers, or peers. A subset of individuals may
refuse treatment or be unable to make necessary changes such that they are at
imminent risk of death from medical complications associated with the physical effects of
significantly low body weight and malnutrition.

In the case of treatment refusal, clinicians are tasked with considering the ethical issues
of respecting the person’s autonomy, beneficence, and the mandate to do no harm.'%
The central conflict addressed in literature on the ethics of involuntary treatment for
anorexia nervosa is whether the benefits (preventing death and increased morbidity)
outweigh potential harms (prolonging suffering and subjecting someone to highly
negative treatment experiences). Studies on outcomes comparing individuals treated
voluntarily versus involuntarily have found similar outcomes in terms of weight gain.'s®
Legal interventions can be complex, but involuntary treatment is designed to help
individuals who may be unable to help themselves despite the potential serious risk of
harm to themselves related to their eating disorder or co-occurring suicidal thoughts.®®

Individuals needing involuntary treatment do not make up the majority of people
hospitalized with anorexia nervosa.'®’ Although it is sometimes a necessary, lifesaving
measure, involuntary treatment is challenging and potentially traumatic for patients,%8-16°
their family members (whether they are signing off on an involuntary treatment as
medical decision makers or supporting a loved one through a civil commitment), and
clinicians (both the clinicians tasked with ordering a commitment and those who
administer involuntary treatment).’®" It is generally advised to avoid a cycle of repeated
involuntary treatment episodes, but sometimes this becomes the only path available to
help get an individual into care. States have an opportunity to collect data on involuntary
hospitalizations of people with anorexia nervosa to provide direct support to affected
individuals, families, and clinicians. Support could include connection to care
management or additional clinical support or training for clinicians. States could also
provide training or continuing education led by eating disorder experts and legal experts
that reviews the ethical, clinical, and legal obligations of clinicians faced with assessing
the need for involuntary treatment in individuals with anorexia nervosa, or states could
identify a person or people to serve as a resource for clinicians struggling with making a
clinical determination in a particular case or struggling with the ethical and moral
implications of deciding in favor of or against an involuntary hospitalization for someone.

Summary

Eating disorders are complex illnesses with psychiatric and medical complications that can
severely disrupt the lives of individuals and families. With treatment, people with eating
disorders can and do recover. Among the many challenges individuals face are limited
availability of specialized treatment, insufficient provider knowledge about identifying and
managing eating disorders, and financial barriers to accessing care. States are well positioned
to provide training for people in a variety of roles including community members, teachers, and
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healthcare providers in psychiatric and general medical settings. Additionally, opportunities exist
to develop content and resources that support individuals and families affected by eating
disorders and the professionals working with them. Finally, for mental health policymakers,
providers, and others working to improve mental health service systems, improved knowledge
of the prevalence and impact of eating disorders can drive targeted efforts to optimize resources
and improve care delivery.

Resources

Substance Abuse and Mental Health Services Administration

e Eating disorders webpage

e Advisory on treating eating disorders and substance use disorders

e 988 Suicide & Crisis Lifeline: A 24/7 national hotline offering one-on-one support for
mental health, suicide, and substance use—related problems

Web Resources

e Academy for Eating Disorders | AED Publications

e American Psychological Association | Eating Disorders
e MedlinePlus | Eating Disorders

¢ National Eating Disorders Association

¢ National Institute of Mental Health | Eating Disorders

e Office on Women’s Health | Eating Disorders
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Appendix A: Screening tools

THE SCOFF QUESTIONS:
Do you make yourself Sick because you feel uncomfortably full?
Do you worry that you have lost Control over how much you eat?
Have you recently lost more than One stone (14 pounds) in a 3-month period?
Do you believe yourself to be Fat when others say you are too thin?
Would you say that Food dominates your life?

A '"yes" answer to each question is 1 point, with 2 points or more indicating likely
AN or BN.

THE EDS-PC QUESTIONS:
Are you satisfied with your eating patterns?
Do you ever eat in secret?
Does your weight affect the way you feel about yourself?

Do you currently suffer with or have you ever suffered in the past with an eating
disorder?

A "no" response to the first question and "yes" responses to the remaining is
considered abnormal, and abnormal responses to 2 or more questions is
considered a positive screening.

THE SBE QUESTIONS:
Do you often feel the desire to eat when you are emotionally upset or stressed?
Do you often feel that you can't control what or how much you eat?
Do you sometimes make yourself throw up (vomit) to control your weight?
Are you often preoccupied with a desire to be thinner?
Do you believe yourself to be fat when others say you are too thin?

A '"yes" response is 1 point, with a score of 2 or more considered a positive
screening.
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THE BEDS-7 QUESTIONS:

1. During the last 3 months, did you have any episodes of excessive overeating (i.e.,
eating significantly more than what most people would eat in a similar period of
time)? YES/NO

Do you feel distressed about your episodes of excessive overeating? YES/NO
Within the last 3 months

During your episodes of excessive overeating, how often did you feel like you had no
control over your eating (e.g., not being able to stop eating, feel compelled to eat, or
going back and forth for more food)? NEVER or RARELY, SOMETIMES, OFTEN,
ALWAYS

During your episodes of excessive overeating, how often did you continue eating
even though you were not hungry? NEVER or RARELY, SOMETIMES, OFTEN,
ALWAYS

During your episodes of excessive overeating, how often were you embarrassed by
how much you ate? NEVER or RARELY, SOMETIMES, OFTEN, ALWAYS

During your episodes of excessive overeating, how often did you feel disgusted with
yourself or guilty afterward? NEVER or RARELY, SOMETIMES, OFTEN, ALWAYS

During the last 3 months, how often did you make yourself vomit as a means to
control your weight or shape? NEVER or RARELY, SOMETIMES, OFTEN, ALWAY'S

A "no" response to the first question ends the screening. A "yes" answer to question
2 and SOMETIMES, OFTEN, or ALWAYS answers on questions 3-6 or NEVER or
RARELY or SOMETIMES on question 7 indicates a positive screening which should
include follow-up questions about eating behaviors or a referral for further evaluation.
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