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Eating Disorder Public Health Surveillance Working
Group

* Interdisciplinary, multi-state group comprised of public health
professionals and researchers specializing in eating disorders
« Members from Alaska, Arizona, Kentucky, Massachusetts, Vermont ...

« Mission: To advance the surveillance of eating disorders in the U.S.
 Ensure the routine collection of high-quality data on eating disorders
 Use available data to inform treatment, prevention, and equity efforts

* Priority focus: Surveillance via the Centers for Disease Control and
Prevention (CDC)’'s Youth Risk Behavior Survey (YRBS)
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Eating disorders are a growing public health
threat for adolescents living in the U.S.

Eating disorders are common
Eating disorders are deadly

Eating disorders are costly

Streatfield et al., 2021; van Hoeken et al., 2020; Ward et al., 2019



SOCIAL & ECONOMIC COST OF EATING DISORDERS

IN THE UNITED STATES

Report by the Strategic Training Initiative for the Prevention of Eating Disorders,

Academy for Eating Disorders, and Deloitte Access Economics
STRIPED |
trategic Training Initiative for the Prevention of Eating Disorders
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COST T0 ECONOMY & SOCIETY

$54.7 } Yearly economic cost Cost Breakdown:

Billion J ofeating disorders Productivity Losses ($48.6B)

Additional loss {$326.5

ofwelbeingperyezr L Billion Health System ($4.6B)




Weekly number of emergency department visits associated with

eating disorders among adolescents aged 12-17 years, United
States (2019-22)
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Eating disorders and social inequities

* Disproportionately high risk and barriers to accessing care for
LGBTQIA+, Black and Latine, and lower-income youth in the U.S.

* Associated with social media use, violence and bullying victimization,
food insecurity, and other adverse childhood experiences (ACEs)

 Urgent need for enhanced prevention and surveillance efforts

Beccia et al., 2019; Frieiro Padin et al., 2023; Hazzard et al., 2020; Sonneville et al., 2018



Eating Disorder Prevention and Intervention Efforts
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Organizations nationwide are
dedicated to the work in countless
ways.
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National legislative efforts

Nutrition CARE Act (H.R. 6961/S. 3010)

« Proposed bill would fix a gap in Medicare Part B coverage, which excludes
individuals with eating disorders from receiving medical nutrition therapy -
an essential component of eating disorders treatment.

Kids Online Safety Act (H.R. 7891/S. 1409)

« Comprehensive social media platform accountability bill that seeks to
address specific harms posed by platform algorithms, including those that
contribute to disordered eating behaviors, eating disorders and suicidal
ideation.
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State-level efforts

WV

HB 4047 (2022):
requires all school
employees and
school district
volunteers in the
state to complete
training every three
years on how to
recognize, prevent
and respond to
students’ self-harm
behaviors and
eating disorders.

cO

SB 23-14, 23-176
(2023): establishes
a state-level
disordered eating

prevention program;

requires creation of
a public-facing
resource database;
limits the use of
body mass index in
determining
treatment; bans the
sale of diet pills to
minors

PA

HB 27 (2023):
requires schools to
issue annual
education to
parents of kids in
grades 6-12 about
eating disorders
and mandates
creation of a state
task force to
develop guidance
and educational
resources.

KY

KRS 210.051
(2020): established
the KY Eating
Disorder Council.
The Council is
charged with,
among other goals,
working with the
Cabinet for Health
and Family services
to examine
surveillance
systems for best
strategies for
implementation of
services.

VT

Act 115 (2023):
created Eating
Disorder Working
Group to assess
services available
and make
recommendations
to improve access.
Led to creation of
Eating Disorder
Education
Guidelines for
School Employees
(2023)

Without consistent surveillance of eating disorder-related trends, we
limit our ability to measure the impact of initiatives at all levels.




Advancing the surveillance
of eating disorders among
youth



Youth Risk Behavior Survey YREBS

Youth Risk Behavior Survey

* Biennial population-based survey of U.S. middle and high school
students that collects information on priority health topics:

 Diet & physical activity, substance use, sexual behaviors, injuries &
violence, and adverse childhood experiences (e.g., unstable housing)

* Purpose: Monitor adolescent health over time, identify

emerging issues, and plan and evaluate programs to support
youth health

 Standard, national, and state-specific questionnaires



How the YRBS can advance the

prevention of eating disorders among
U.S. youth

Monitor Identify Document
trends Inequities spikes

Inform
intervention
S

Track
progress



Eating disorder surveillance in the YRBS

¥

« Standard Survey includes three relevant items:
 Fasting, purging, and diet pill use




CDC’s YRBS Disordered Eating Items, 1995-2013

Fasting ltem
During the past 30 days, did you go without eating for 24 hours or more (also called fasting) to
lose weight or to keep from gaining weight?

A. Yes

B. No

Purging Item
During the past 30 days, did you vomit or take laxatives to lose weight or to keep from gaining

weight?
A. Yes
B. No

Diet Pill Use Item
During the past 30 days, did you take any diet pills, powders, or liquids without a doctor's advice
to lose weight or to keep from gaining weight? (Do not include meal replacement products such

as Slim Fast.)
A. Yes
B. No




Eating disorder surveillance in the YRBS

« Standard Survey includes three relevant items:
 Fasting, purging, and diet pill use

« All three items removed from the Standard Survey
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A decade without data: Eating disorder
researchers say a gap in CDC survey has
left them flying blind

'ﬁ: By Theresa Gaffney ¥



Eating disorder surveillance in the YRBS

« Standard Survey includes three relevant items:
 Fasting, purging, and diet pill use

« All three items removed from the Standard Survey

J

e Item inclusion and selection at the discretion of states }




States that included eating disorder items
In their 2023 YRBS questionnaire
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Eating disorder surveillance in the YRBS

« Standard Survey includes three relevant items:
 Fasting, purging, and diet pill use

« All three items removed from the Standard Survey

H D
“ e Item inclusion and selection at the discretion of states
J

« Proposed items for inclusion on 2025 Standard Survey J




Standardizing eating disorder assessment

Binge Eating: During the past 30 days, on how many days did you eat an unusually
large amount of food in a short period of time and experience a loss of control over
how much you were eating or a feeling that you could not stop eating even when
full?

A. 0 days; B. 1 or 2 days; C. 3 to 5 days; D. 6 to 9 days; E. 10 to 19 days; F. 20 to 29 days; G. All 30
days

Composite Restrictive Disordered Eating: During the past 30 days, on how many
days did you try to control your shape or weight by fasting or skipping meals;
taking diet pills or supplements not prescribed by a doctor; or vomiting or taking

laxatives?

A. 0 days; B. 1 or 2 days; C. 3 to 5 days; D. 6 to 9 days; E. 10 to 19 days; F. 20 to 29 days; G. All 30
days



Resource #1:

Literature review and
full detailed report

Scan to download!

Assessing Disordered Eating in the
Youth Risk Behavior Survey (YRBS)

Best Practices and Recommendations for ltem Selection

Developed by the Eating Disorder Public Health Surveillance Working Group, with support
from The Trevor Project, Harvard STRIPED, the Academy for Eating Disorders(AEDYs
Epidemiology & Public Health Committee, and the Kentucky Eating Disorder Council
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Resource #2:

Reference guide for

YRBS coordinators

Scan to download!

Assessing Disordered Eating in the
Youth Risk Behavior Survey (YRBS)

Best Practices and Recommendations for ltem Selection

The public health burden of disordered eating. Eating disorders are serious mental illnesses that are
characterized by significant disturbances to one’s eating patterns and/or body image and they represent a
growing public health threat for U.S. youth [1]. These disorders, which include anorexia nervosa, bulimia
nervosa, and binge eating disorder, affect 7% of adolescents [2,3] and are associated with long-lasting
adverse medical consequences spanning from cardiovascular complications, bone loss, and endocrine
abnormalities to depression, anxiety, suicidality, and substance use [4,5]. They are also known to result in
considerable psychosocial disability, reduced quality of life, and substantially elevated mortality [2,6]. Even
when diagnostic criteria are not met, subthreshold symptoms and behaviors (e.g., binge eating, purging) can
cause similar levels of impairment [7] and are highly prevalent, affecting 10% of boys and 23% of girls
aged 14—18 [8]. Concerningly, these numbers have only increased since 2020 as a result of the COVID-19
pandemic and ongoing youth mental health crisis [9,10], as well as the prevailing influence of weight stigma
[11]. At the population-level, the full spectrum of disordered eating costs the U.S. economy $65 billion
per year in productivity losses and healthcare expenditures [12,13], underscoring the substantial burden
that these outcomes put on individuals, families, and society.

Urgent need for surveillance. Comprehensive, up-to-date surveillance data on disordered eating are
urgently needed to inform treatment and prevention efforts. To help achieve this goal, this resource
has been developed by a multi-state Eating Disorder Public Health Surveillance Working Group and contains
evidence-based, best practice recommendations for the selection and prioritization of disordered eating
questions in state-specific YRBS surveys. Its aims are to support YRBS Coordinators who are deciding to
prioritize the assessment of disordered eating in their survey, while simultaneously navigating decisions
about which symptoms and behaviors to assess within the often limited number of available question slots.

References

1.Klump, et al. Eating disorders are serious mental illnesses. Int J Eat Disord. 2009.
2.Swanson, et al. Prevalence and correlates of eating disorders in adolescents. Arch Gen Psychiatry. 2011.
3.Ward, et al. Estimation of eating disorders prevalence by age and associations with mortality. JAMA Netw Open. 2019.
4.Peebles, et al. Medical complications of eating disorders in youth. Child Adolesc Psychiatr Clin N Am. 2019.
5.Hambleton, et al. Psychiatric and medical comorbidities of eating disorders. J Eat Disord. 2022.
6.van Hoeken, et al. Review of the burden of eating disorders. Curr Opin Psychiatry. 2020.
7.Karkkiinen, et al. Do disordered eating behaviours have long-term health-related consequences? Eur Eat Disord Rev. 2018.
8.Chin, et al. Trends and correlates of unhealthy dieting behaviours among adolescents. BMC Public Health. 2018.
9.Devoe, et al. The impact of the COVID-19 pandemic on eating disorders: A systematic review. Int J Eat Disord. 2023.
10. Radhakrishnan, et al. Pediatric emergency department visits associated with mental health. MMWR Morb Mortal Wkly Rep. 2022.
11.Menzel JE, et al. Appearance-related teasing, body dissatisfaction, and disordered eating. Body Image. 2010.
12. Streatfeild, et al. Social and economic cost of eating disorders in the United States. Int J Eat Disord. 2021.
13. Economic Costs of Eating Disorders by State. https://www.hsph.harvard.edu/striped/economic-costs-of-eating-disorders-by-state/
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Strategic Training Initiative for the Prevention of Eating Disorders

Eating Disorders Public Health Surveillance Working Group

The Eating Disorders Public Health Surveillance Working Group is a multi-state, interdisciplinary group of
researchers and professionals united by a shared goal of advancing the surveillance of eating disorders in
the U.S., with a particular focus on surveillance through the Centers for Disease Control and Prevention
(CDC)’s Youth Risk Behavior Survey (YRBS). Members include state YRBS coordinators, epidemiologists, and
public health and medical professionals. Established in 2022, our goal is to ensure the routine collection of
eating disorder data among youth in the U.S. so as to help inform treatment, prevention, and health equity
interventions. This has included efforts to improve the surveillance of disordered eating behaviors in the
YRBS at both the federal and state level, with important wins thus far in Alaska and Arizona.



Value of collecting disordered eating data

Validate disordered eating prevalence as a public health concern & inform
interventions

o Snapshot of teen behavior (spikes, inequities)

o Track trends in your state over time

o Comparison to national and other states’ prevalence (importance of clear best
practice recommendations for question selection)

Disseminate data to communities and professionals

Training and conferences

Data graphics

Media and blogs, social media

Youth health and mental health reports
Published manuscripts

o Policy briefs

O O O O O



Use & Dissemination of Disordered Eating Data

Data Graphics

o
Youth Risk Behavior Survey

2021 Arizona Youth Risk Behavior Survey

Teen Weight Control: Connections to Unhealthy
Weight Control Behaviors and Poor Mental Health

The majority of Arizona teens in grades 9-12 are trying to control their weight and nearly half are
trying to lose weight. Teens that are trying to lose weight are most likely to engage in unhealthy
behaviors to control their weight like not eating for 24+ hours, vormiting, and taking diet pills. Female
and LGBQ+ teens® are most affected. Teens experiencing childhood adversity, poor mental health
(stress, anxiety, depression), and thoughts about suicide are mare likely to engage in these behaviors.

in Arizona teens are trying
to control their weight.

Most teens (80% of female teens and 83% of male teens)
are trying to control their weight (lose, gain, or stay the same).
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Eating disorders can have serious effects on your health

Eating disorders are complex illnesses that can have serious effects on
health. They can affect people of all genders, sexual orientations, racia
and ethnic backgrounds, sizes and shapes. About 9% of Arizenans will
have an eating disorder in their lifetimes. Prevention, early screening,
and treatment are important, and full recovery from an eating disorder

Eos

B EATING DISORDERS
spossble CAN HAVE SERIOUS

EFFECTS ON YOUR
This week is Fating Disorders Awareness Week, an annual campaign to HEALTH

inform the public about the realities of eating disorders and to provide
hope, support, and visibility to people and families affected by eating disorders.

There is no single cause of eating disorders, but some risk factors include a history of dieting, being unhappy with one’s body
image, bullying about weight and looks, and being treated worse based on weight and size.

Disordered weight control and eating behaviors have a negative impact on health, decrease quality of life,and can lead to an
eating disorder. Common disordered eating behaviors include frequent dieting, feelings of guilt or shame around eating, and
being overly worried about food, weight, and your Looks.

Teen years and young adulthood are high-risk times for developing an eating disorder. In the U.S., about one-third of teens are
teased about their weight. In Arizona, 29% of high school students (44% of female students) report using unhealthy ways to
control their weight, including not eating for 24 hours or more; taking diet pills; powders, or liquids; vomiting or taking
laxatives; smoking cigarettes; or skipping meals.

Health professionals, communities,and individuals can help prevent eating disorders and unhealthy
supporting positive relationships with food, movement and activity, and body image.

eight control behaviors by

ARIZONA NEWS

Here are warning signs of body image
issues as Arizona summer nears

KTAR News 92.5 Reporter Stories.
Half of AZ teens use unhealthy habits to lose weight

b 96 o
0< 8 b

PHOEMIX = Summer is nearing in Arizona, but for many teens it can be a time of deep insecurity
for fear of having to put on a bathing suit,

About 9% of Arizonans will have an eating disorder in their lifetime, according to the Arizona
Department of Health Services, A Youth Risk Behavior Survey showed that 50% of Arizona teens
try to lose weight use unhealthy habits like fasting or purging.

Sabrina Solares, a licensed professional counselor with Denova Collaborative Health, helps
children, teens and adults overcome eating disorders. She said there are warning signs parents
and others need to look out for.




Use & Dissemination of Disordered Eating Data

Reports

Research Manuscripts

Policy Briefs

Youth-reported:

Unhealthy Weight Control Behaviors

The 2017 and 2021 Youth Risk Behaviors Surveys (YRBS) assessed unhealthy weight
control behaviors by asking “During the past 30 days, did you try to iose weight or
keep from gaining weight by going without eating for 24 hours or more; taking any
diet pills, powders, or ids; vomiting or taking laxatives; smoking cigarettes; or
skipping meals?” Please note that the unhealthy weight control behavior question in
the 2017 ¥RBS did not include cigarette smoking, and the question does not contain
all disordered eating behaviors, but it does provide valuable insight into the
prevalence of some behaviors and the data shows this is a growing public health
concern among Arizona adolescents

Unhealthy weight control and disordered eating behaviors have a negative impact
on physical and mental health, decrease quality of life, and can lead tc an eating
disorder.

Figure 4 Unhealthy Weight Control Behaviors

Unhealthy Weight Control Behaviors

Between 2017 and 2021 YRBS, unhealthy weight control behaviors have increased by
about 48% (from 20% to 29%). This is a significant increase, even after accounting for
changes in the questionnaire about the behaviors.

unhealthy w o beha s shor

weight, they often use unhealthy behaviors

Eating Behaviors
Volume 34, August 2019, 101299

Risk of disordered eating at the intersection
of gender and racial/ethnic identity among
U.S. high school students

Ariel L Beccia °°
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Highlights
« Disordered eating (DE), particularly fasting, is prevalent among adolescents.

= Girls of all racial/ethnic identities are more likely than White boys to report
DE.

= Racial/ethnic minority boys are more likely than White boys to report DE.

« Hispanic/Latina girls have excess risk related to multiply marginalized
identity.

Abstract

POLICY BRIEF STRIPED ==

What Do Dietary Supplements Have to Do
With Eating Disorders Prevention?

WHAT IS THE PROBLEM?

Eating disorders are a serious public health problem affecting youth and
adults of all races, ages, and genders. In recent years, research has illuminated significant
health disparities in eating disorders: girls report more eating disorder symptoms than do
boys®; sexual minority and transgender youth are likelier to develop eating disorders than their
heterosexual and cisgender counterparts®™; youth of color are equally likely as white youth to
develop eating disorders but less likely to access treatment.*® Eating disorders are associated
with a number of serious health risks including osteoporosis and heart disease.

Eating disorders are diagnosed based on a number of criteria, including the presence of
what dlinicians call unhealthy weight control behaviors (UWCBs). These behaviors can
constitute either a symptom or a risk factor for eating disorders, depending on a person’s
other behaviors. One UWCB of particular concern is the use of pills or powders to lose weight
or build muscle, which are often sold as dietary supplements. Although they are sold
alongside multivitamins and other supplements largely regarded as safe, these
products often contain unlisted, illegal pharmaceutical ingredients that pose
serious risks?

Under the Dietary Supplement Health and Education Act of 1994 (DSHEA), the U.S.
Food and Drug Administration (FDA) does not have the authority to require proof of safety or
efficacy prior to the sale of these products.” While some voluntary certifications exist, there is
no guarantee that a supplement contains what the label says it does. Supplements sold for
weight loss and muscle-building have been found to contain substances including
untested designer amphetamine analogues, psychotropic drugs, and the active
ingredient from the failed weight-loss drug Meridia, which was pulled from the
market in 2010. These produds have been linked to outbreaks of liver injury,® some severe
Ermughnto require transplantation,” and have even caused several high-profile deaths in recent
years. %

While DSHEA does grant the FDA the power to test products on the market and initiate
recalls, this is not an effective means of protecting the public: One recent study found that
two-thirds of recalled supplements still contained contaminants six months after the recalls
were initiated. > Despite the harms these products can cause, the perception of risk associated
with them is still low, and the U.5. market is estimated to exceed $40 billion.” Given the
severity and scope of this problem, policy intervention is warranted at the state
and local level.

WHAT CAN WE DO?

States and municipalities have a number of policy tools at their disposal that can reduce
the threats these products pose. Taxation and age restrictions are two evidence-based
public health policy strategies that have been used in a number of contexts to reduce youth
access to dangerous produds, most notably cigarettes and alcohol.




Take action In your state!

State YRBS Coordinators

1. Review the “Best Practice and Recommendations for Item Selection”
resource & prioritize disordered eating items however possible

1. Include recommended disordered eating items on your state’s 2025
YRBS questionnaire

Supportive resources

e
t;-"f"rr-. Assessing Disordered Eating in the
= LY Youth Risk Behavior Survey (YRBS)

L L) _ : _
!'__ .:-' Best Practices and Recommendations for item Selection

STRATEGIC TRAINING INITIATIVE FOR THE PREVENTION OF EATING DISORDERS

APLAYBOOK




Take action In your state!

Researchers, public health professionals, advocates, etc.
1. Figure out who your state’s YRBS coordinator is!

1. Urge for the inclusion of recommended disordered eating items on
your state’s 2025 YRBS questionnaire (e.g., over email or in a
meeting)

Supportive resources
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Assessing Disordered Eating in the
Youth Risk Behavior Survey (YRBS)

Best Practices and Recommendations for ltem Selection

The public health burden of disordered eating. Eating disorders are serious mental illnesses that are
characterized by significant disturbances to one’s eating patterns and/or body image and they represent a
growing public health threat for U.S. youth [1]. These disorders, which include anorexia nervosa, bulimia
nervosa, and binge eating disorder, affect 7% of adolescents [2,3] and are associated with long-lasting
adverse medical consequences spanning from cardiovascular complications, bone loss, and endocrine
abnormalities to depression, anxiety, suicidality, and substance use [4,5]. They are also known to result in
considerable psychosocial disability, reduced quality of life, and substantially elevated mortality [2,6]. Even
when diagnostic criteria are not met, subthreshold symptoms and behaviors (e.g., binge eating, purging) can
cause similar levels of impairment [7] and are highly prevalent, affecting 10% of boys and 23% of girls
aged 14-18 [8]. Concerningly, these numbers have only increased since 2020 as a result of the COVID-19
pandemic and ongoing youth mental health crisis [9,10], as well as the prevailing influence of weight stigma
[11]. At the population-level, the full spectrum of disordered eating costs the U.S. economy $65 billion
per year in productivity losses and healthcare expenditures [12,13], underscoring the substantial burden
that these outcomes put on individuals, families, and society.

Urgent need for surveillance. Comprehensive, up-to-date surveillance data on disordered eating are
urgently needed to inform treatment and prevention efforts. To help achieve this goal, this resource
has been developed by a multi-state Eating Disorder Public Health Surveillance Working Group and contains
evidence-based, best practice recommendations for the selection and prioritization of disordered eating
questions in state-specific YRBS surveys. Its aims are to support YRBS Coordinators who are deciding to
prioritize the assessment of disordered eating in their survey, while simultaneously navigating decisions
about which symptoms and behaviors to assess within the often limited number of available question slots.
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Recommendations for item Selection

1 question slot available:

Binge Eating: During the past 30 days, on how many days did you eat an unusually large
amount of food in a short period of time and experience a loss of control over how much you
were eating or a feeling that you could not stop eating even when full? A. 0 days; B. 1 or 2 days;
C. 3 to 5 days; D. 6 to 9 days; E. 10 to 19 days; F. 20 to 29 days; G. All 30 days.

Rationale: This question will estimate the prevalence of binge eating, which is the most common form of
disordered eating among U.S. youth. Binge eating is a core symptom of bulimia nervosa (BN) and binge eating
disorder (BED) is a high-risk disordered eating behavior in its own right that disproportionately affects
racial/ethnic minority youth, LGBTQ+ youth, and youth experiencing food insecurity.

2 question slots available:

Add Composite Restrictive Disordered Eating: During the past 30 days, on how many
days did you try to control your shape or weight by fasting or skipping meals; taking diet pills
or supplements not prescribed by a doctor; or vomiting or taking laxatives? A. 0 days; B. 1 or 2
days; C. 3 to 5 days; D. 6 to 9 days; E. 10 to 19 days; F. 20 to 29 days; G. All 30 days.
Rationale: This question will estimate the prevalence of restrictive-type disordered eating behaviors. These
behaviors often co-occur and can cause severe and sometimes long-lasting negative health consequences,
including cardiovascular complications, bone loss, endocrine abnormalities, and neurological issues. They are
also strongly associated with anxiety, depression, suicidality, and substance use and are among the strongest
predictors of a future eating disorder diagnosis (especially anorexia nervosa) among youth in the U.S.

3 question slots available:

Add Weight Victimization: During the past 12 months, have you ever been the victim of
teasing or name calling because of your weight, size, or physical appearance? A. Yes; B. No.
Rationale: This question will estimate the prevalence of victimization based on weight or shape, which is a
robust predictor of disordered eating among vouth. Importantly, girls, racial/ethnic minority youth, LGBTQ+
youth, and youth of higher weight status are most likely to be the targets of weight- or shape-related teasing or
name calling, making this factor a recognized social determinant of disparities in disordered eating outcomes.

4 question slots available:

Add Purging, Diet Pill Use, OR Fasting: During the past 30 days, did you vomit or take
laxatives to lose weight or to keep from gaining weight? A. Yes; B. No. During the past 30
days, did you take any diet pills, powders, or liquids without a doctor's advice to lose
weight or to keep from gaining weight? (Do not count meal replacement products such as Slim
Fast.) A. Yes; B. No. During the past 30 days, did you go without eating for 24 hours or
more (also called fasting) to lose weight or to keep from gaining weight? A. Yes; B. No.

Rationale: These questions will provide more granular data on the prevalence of a specific restrictive-type
disordered eating behavior, which may be relevant in some contexts.
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Thank you!

Please put any questions into the Q&A box.

STRIPED

Strategic Training Initiative for the Prevention of Eating Disorders

e el Eating Disorder Public Health
Surveillance Working Group

Connect with us and learn more about our work at: https://www.hsph.harvard.edu/striped/
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